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Abstract 

 

This project aimed to explore the lives of people with epilepsy living in the UK and 

Kurdistan, Northern Iraq, using qualitative and quantitative methods with a particular 

focus on stigma and quality of life. This study further explored others’ perceptions 

concerning those with epilepsy, particularly in regards to knowledge and stigma 

about epilepsy. Participants were all over the age of 18. The UK sample was 

recruited from personal contacts and Epilepsy Action conferences. The Kurdistan 

participants were recruited from Neurology clinics and personal contacts. Data 

collection consisted of snowball and convenience sampling. The first study was a 

qualitative investigation looking at people with epilepsy, 10 participants from the 

UK and 10 participants from Kurdistan were interviewed using semi-structured 

interviews. The interview schedule was exploratory and non-intrusive. The 

transcripts were analysed using thematic analysis. From the analysis five main 

themes were uncovered; they were (1) The Experience of Seizures; (2) Impact of 

Living with Epilepsy; (3) Adjustment; (4) Coping and; (5) Stigma, each with two 

sub-themes.  

The second study was a quantitative study of people with epilepsy which looked at 

knowledge of epilepsy, seizure severity, perceived illness seriousness, perceived 

stigma, depression and quality of life. The total number of participants that took part 

in the second study was 84 participants in the UK group and 88 in the Kurdistan 

group. Using Hierarchical Multiple Regression, the results showed that depression 

and stigma, mediated by depression, are main predictors of quality of life amongst 

people with epilepsy. The third study investigated people without epilepsy which 

looked at knowledge of epilepsy and stigma regarding people with the condition. 

There were 116 participants in the UK group and 200 from the Kurdistan group. 

Using ANCOVA, Multivariate General Linear Model and Linear Regression, the 

results showed that the UK participants had significantly better knowledge of 

epilepsy compared to the Kurdistan group; however, although stigma was higher 

among the Kurdish group, a significant result was not observed.  
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Chapter 1: Epilepsy 

The stigma associated with an embarrassing or shameful illness can impact on the 

quality of life of a person. The stigma associated with conditions such as epilepsy 

has been documented in literature (Jones et al., 1984; Doughty, Baker, Jacoby & 

Lavaud, 2003; Jacoby, & Austin, 2007; World Health Organisation, WHO, 2010). 

However, less is understood about the effects of stigma in less developed countries 

(WHO, 2010). The World Health Organisation (2010) has reported that, out of all 

neurological conditions, epilepsy is the most common and is not bound by age, 

social standing or race. This thesis explores the effects of an epilepsy diagnosis on 

people from two very different areas of the world. This research was inclusive of 

people with epilepsy, and a further exploration of people without epilepsy, in the 

UK, a developed country and Kurdistan in Northern Iraq, situated in a developing 

region of the world.  

1.1. What is Epilepsy? 

Epilepsy is one of the most debilitating neurological conditions and is quite unique 

in its symptoms and types compared to other forms of neurological disorders. 

Conditions, such as cerebral palsy, which is present from birth (Rosenbaum et al., 

2007; Bax  et al., 2005); and Alzheimer’s (Rossor, Iversen, Reynolds, Mountjoy, & 

Roth, 1984; Dubois, 2010; Ballard et al., 2011) and Parkinson disease (de Lau, & 

Breteler, 2006) are mainly associated with old age. 

A simple definition of epilepsy is an ongoing tendency to have regular epileptic 

seizures, and is diagnosed when a person experiences more than one episode 

(Hopkins & Appleton, 1996). The International League Against Epilepsy (ILAE) is 

an organisation that considers itself to be accessible to anyone for complete 

information on epilepsy (ILAE Website, 2014). According to ILAE, epilepsy is 

defined as a brain disorder which leads a person with the condition to have epileptic 

seizures (Fisher et al, 2014). The ILAE (2005) provisionally defined epilepsy as ‘‘a 

disorder of the brain characterised by an enduring predisposition to generate 

epileptic seizures’’ (Fisher et al., 2014, p.475). The current definition set out by the 
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ILAE is of a person experiencing a minimum of two motiveless seizures in over 24 

hours, or one epileptic seizure and the likelihood of other seizures occurring due to 

brain damage, caused by stroke or infection of the brain (ILAE, 2014). A person can 

also have a diagnosis of epilepsy syndrome (ILAE, 2014). A diagnosis of epilepsy 

syndrome is given if evidence exists for such a diagnosis, for example, the spikes 

from an electroencephalogram (EEG) show that a seizure can be detected during 

sleep, but the individual does not always show the physical signs of a seizure. This is 

more consistent with Benign Rolandic Epilepsy in Children (BREC) and Benign 

Epilepsy with Centro-Temporal Spikes (BECTS) in children (Pavlou, Gkampeta, & 

Athanasiadou- Piperopoulou, 2012). According to the ILAE, if a person is seizure 

free for over ten years and is medication free for the last five years, the condition can 

be defined as ‘resolved’, however, this is not to be mistaken with cured epilepsy or 

being in remission, which may be associated with a more permanent state of the 

condition  (ILAE, 2014). When referring to epilepsy in this thesis, the definition as 

set out by ILAE will be used for the purposes of this research. 

The brain’s normal activity is that it continuously generates electrical impulses in a 

systematic pattern (Chadwick & Usiskin, 1992). These impulses travel along the 

network of nerve cells called neurons. Neurons transmit information in the brain and 

throughout the body via chemical messengers called neurotransmitters. Seizures 

happen as a result of an uncontrolled and sudden surge of electrical activity. For an 

epileptic seizure to occur thousands of nerve cells have to behave abnormally or an 

excessive burst of electrical impulses in the brain and not simply a single or handful 

of cells showing unusual behaviour (Chadwick & Usiskin, 1992; Tamber & Mountz, 

2012).  

There are two main types of classifications of epilepsy, depending on how much of 

the brain is involved during a seizure. There are (1) Generalised and (2) Focal 

(Partial) Seizures (Chadwick & Usiskin, 1992). Generalised Seizures involve most 

or the whole of the brain and focal (partial) involves a small area of the brain. There 

are six types of generalised seizures. The first is (1a) Absences in which the person 

loses awareness of their environment and tends to stare into space, this is more 

frequent in children but can also happen to adults. (1b) Myoclonic Seizures are the 
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type where the person is affected by their arms, legs or upper body jerking as if 

electrocuted, and can happen with any other type of generalised seizures (Chadwick 

& Usiskin, 1992). The (1c) Clonic Seizures are similar to the Myoclonic symptoms 

but last longer and the person may lose consciousness. The fourth type of 

Generalised Seizure is (1d) Atonic Seizures which is characterised when all the 

muscles of the body are relaxed and the person falls to the ground. The fifth type is 

the (1e) Tonic which is the opposite of the Atonic and this is where all the muscles 

become stiff which may cause an imbalance. The final type is the (1f) Tonic-Clonic 

Seizure which is widely recognised and is when the body first becomes stiff, the 

limbs will start twitching and some people may lose bladder control. This is where 

the person has lost consciousness and the seizure can last for a few minutes or longer 

(Chadwick & Usiskin, 1992).  

There are two types of Partial Seizures. The first is the (2a) Simple Partial Seizure, 

this is when the person is conscious and the seizure is characterised by a feeling of 

‘déjà vu’, a strange smell or taste and twitching in some parts of the body (Chadwick 

& Usiskin, 1992). The second is (2b) Complex Partial Seizure in which the person 

loses their awareness or memory of the seizure and is unable to respond to those 

around them. This type is characterised by behaviours such as fiddling with objects, 

smacking lips, chewing and moving unusually (Chadwick & Usiskin, 1992).  

A rare type of seizure named after the British Neurologist, Hughling Jackson, is 

called the Jacksonian Seizure (Chadwick & Usiskin, 1992).  Jacksonian seizures are 

characterised by the seizure affecting one part of the body and spreading to the rest. 

An example of this is a jerking beginning in the left thumb, then affecting the whole 

hand, then the arm and gradually to that half of the body, this then leads to a 

generalised seizure (Chadwick & Usiskin, 1992).   

A seizure only becomes an emergency if it lasts longer than 30 minutes, in which 

case the person is in Status Epilepticus (Chadwick & Usiskin, 1992). Status 

Epilepticus is also characterised by seizures occurring one after the other without 

much time elapsing between them. Another definition is ‘‘generalised, convulsive 

status epilepticus referring to a condition in which there is a failure of the ‘normal’ 
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factors that serve to terminate a typical GTCS’’ (Generalised Tonic-Clonic Seizure) 

according to Lowestein, Bleck, and Macdonald (1999, p.121) and suggest that this is 

the definition researchers should use. Epilepsy is not to be confused with pseudo-

seizures which are a psychological reaction to traumatic experiences (Harden, 1997). 

1.2. Incidence 

Approximately 10 million people are living with neurological conditions in the UK 

(Leyshon, 2005) and epilepsy affects 1 in 103 people, however, this figure is higher 

for those with learning disabilities, which is 1 in 5 (National Institute for Health and 

Care Excellence, NICE, 2015). Around 10% of the general population are likely to 

experience a single seizure in their lifetime; however, this does not meet the 

requirements for an epilepsy diagnosis (ILAE, 2014; WHO, 2015). It has been 

reported that childhood epilepsy rates in developed countries have fallen in the last 

three decades, however; there has been an increase in the rates of elderly epilepsy 

(Duncan, Sander, Sisodiya, & Walker, 2006). 

The incidence rate in the UK is around 50 to 80 in every 100,000 (less than one in 

every 1,000 or .5 to .8 in every 1,000) (Kelso & Cock, 2004). In a systematic review 

of high, middle and low income countries, it was reported that, compared to high 

income, the prevalence of epilepsy is twice as high in the middle to low income 

countries (Ngugi et al., 2011). However, a door to door household survey in Hawler, 

Iraqi Kurdistan, showed that the prevalence of epilepsy is 9.7 in every 1,000 (Khidr 

& Sheikh-Bzeni, 2011). That is 10 times higher compared to the reported prevalence 

in the UK. This is also considerably higher compared to China, which is 7 in every 

1,000 (Wang et al., 2003). Additionally, in Senegal, a low income country, the 

prevalence of  epilepsy occurrence is even higher at 14 in every 1000 (Ndoye et al., 

2005). These figures show that those living in high income countries, which is more 

associated with developed societies, have fewer epilepsy incidence compared to low 

to middle income or developing countries. The WHO has suggested that 

approximately 50 million people are diagnosed with epilepsy worldwide and the 

majority, 85%, live in the developing countries (WHO, 2010).  
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1.3. Causes of Epilepsy 

Some causes of epilepsy are unknown and appear to be without a reason, whilst 

others can sometimes occur as a consequence of an accident or illnesses such as 

meningitis, in which case it is linked to a particular event (Kelso & Cock, 2004; 

Duncan et al., 2006; Newton & Garcia, 2012). One of the indiscriminate causes of 

epilepsy across all societies is a head injury (Newton & Garcia, 2012). Causes 

associated with developing countries are viral infections, poor perinatal care, and 

lack of oxygen to the foetus during labour and childbirth, and poorly managed febrile 

seizures (Newton & Garcia, 2012). It is a possibility that better facilities are more 

widely available to those in the UK and this may explain the declining rates of 

childhood epilepsy in the developed countries (Duncan et al., 2006).  The causes of 

epilepsy that are reported to be similar in both the developed and developing 

countries are genetic associations and gender. It is reported that higher rates of 

epilepsy are more prevalent in males compared to females across all societies 

(Newton & Garcia, 2012). Low socioeconomic status and poor nutrition have further 

been associated with epilepsy, this is across developing and developed regions in the 

world (Morgan, Ahmed, & Kerr, 2000; Heaney et al., 2002; Alanis-Guevara et al., 

2005; Newton  & Garcia, 2012). A recent study has linked epilepsy prevalence to 

social causations associated with deprived societies, such as income and education 

(Pickrell et al., 2015) which are similar to that in developing regions (Newton & 

Garcia, 2012). This is in contrast to claims that epilepsy is a non-discriminate 

condition (WHO, 2010). Furthermore, it is  suggested that malnutrition plays a great 

part in epilepsy and that it is important to tackle this issue in the developing 

countries  to ensure the incidence of epilepsy are kept under control (Crepin, Godet, 

Chassain, Preux,  & Desport, 2009).  

The World Health Organisation (Beghi, 2004; WHO, 2010) has suggested three 

main classifications for the causes of epilepsy. The first one is Remote Symptomatic 

which is seizures occurring spontaneously due to brain malfunction, such as stroke, 

head trauma or intracranial infection (WHO, 2010). The second classification is 

Idiopathic which is understood to have a genetic link, although further research is 

necessary for confirmation, and the third classification is Cryptogenic which is the 
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category where the cause is unknown (WHO, 2010).  The WHO further highlights 

that epilepsy may have a social cause, which may come under the Cryptogenic 

category, and that the onset of epilepsy is sometimes caused by stress (WHO, 2010). 

This suggestion should not be too quickly dismissed as it has been reported that the 

majority of those living with epilepsy come from the developing countries (WHO, 

2010).  

1.4. Diagnosis 

Epilepsy can be a lifelong condition, but a person can also be seizure free for a long 

time and sometimes even grow out of seizures (Benign Rolandic Epilepsy), 

especially if it is diagnosed in early childhood (Sillanpää & Schmidt, 2006), and is 

not associated with other neurological conditions, such as cerebral palsy. 

Furthermore, epilepsy is different in that, depending on the type of seizure a person 

experiences, it can be a private condition (Jacoby, Gorry, Gamble, & Baker, 2004). 

The diagnosis and occurrence of neurological conditions vary between the different 

types of disorders.. Some neurological conditions, such as cerebral palsy are lifelong, 

whilst others are known to be degenerative and worsen over time, such as motor 

neuron disease and multiple sclerosis (Bax et al., 2005; Rosenbaum et al., 2007; The 

Neurological Alliance, 2013). These neurological conditions (motor neuron disease 

and multiple sclerosis) are mostly associated with adulthood (The Neurological 

Alliance, 2013). Epilepsy is different to other forms of neurological conditions in 

that it can be diagnosed at any stage of a person’s life and diagnosis can sometimes 

be without obvious causes (Kelso & Cock, 2004; Duncan et al., 2006; WHO, 2010). 

When it comes to diagnosing epilepsy, identifying the symptoms can be difficult as 

the person experiencing the seizures, in some cases, may be unconscious or unaware 

of the episodes, especially if they are only seizing nocturnally (Husain & Sinha, 

2011). In the majority of cases, it helps the medical professional to have a family 

member or a friend who has witnessed the seizures to be able to explain the nature of 

the episodes (Chadwick & Usiskin, 1992; Kaski & Cockerell, 2015). Before any 

diagnosis is made, a full medical history as well as blood tests, Magnetic Resonance 
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Imaging (MRI) which shows the brain and its structure, to check for possible 

presence and causes of epilepsy (Binder et al., 2002), and electroencephalography 

(EEG) which records brain activity (Kannathal, Choo, Acharya, & Sadasivan, 2005), 

are completed. Although, it is important to note that even if an EEG does not pick up 

abnormal activity in the brain, the person can still have an epilepsy condition (Smith, 

2005). Due to its many types of symptoms and investigations required, epilepsy can 

take anything from weeks to months to diagnose in the UK (Kaski & Cockerell, 

2015). 

An epilepsy diagnosis can be restrictive, and a UK study has highlighted the biggest 

impacts of an epilepsy diagnosis amongst all participants were work and education 

restrictions (Moran et al., 2004).  

1.5. Treatment 

In developed countries, the majority (60-70%) of those with epilepsy have their 

seizures controlled with antiepileptic drugs (AED) (Schmidt, 2009); however, there 

are other options for those unable to control their symptoms with medication. The 

possibility of brain surgery is available to adults where the decision is taken by the 

surgeon to either remove the damaged or affected area of the brain, or separate the 

two cerebral hemispheres to limit the seizure activity affecting the whole brain 

(Chadwick & Usiskin, 1992; Tamber & Mountz, 2012). Another treatment may be 

the Vagus Nerve Stimulation (VNS) in which impulses are regulated to avoid a 

sudden surge which causes a seizure (Kelso & Cock, 2004; Vonck, Raedt, & Boon, 

2010; Aalbers et al., 2011; Tamber & Mountz, 2012). Deep Brain Stimulation (DBS) 

is a last resort treatment if medication and brain surgery do not ease symptoms 

(Labar 2004; Tamber & Mountz, 2012). Deep Brain Stimulation is where the brain is 

stimulated by using electrodes to relieve a person of unstoppable seizures (Okun et 

al., 2004). Another available treatment option is based on dieting alone. The 

Ketogenic Diet is a high fat diet and can only be undertaken under the supervision of 

a dietician (Kim, & Rho, 2008; Greener, 2014). This plan is only available for 

children in the UK; however, a pilot study is underway for adults, in cases where 

medication does not help to relieve the symptoms of epilepsy. 
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A person with epilepsy may become aware that certain factors could contribute to 

the onset of a seizure and act as a trigger, such as lack of sleep, high temperature, 

menstruation, stress and flashing lights (Sperling, Schilling, Glosser, Tracy, & 

Asadi-Pooya, 2008). Those with epilepsy who are aware of their triggers could 

protect themselves from recurring seizures by maintaining a healthy lifestyle and 

avoiding some of the triggers associated with the onset of the symptoms. Self-

reported online data collected directly from people with epilepsy, mainly from the 

USA, showed that menstruation and lack of or disturbed sleep was rated as the 

highest triggers for people with epilepsy (Le, Shafer, Bartfeld, & Fisher, 2011). 

However, awareness of seizure triggers has been reported to cause more anxiety 

compared to those who are unaware of their triggers (Sperling et al., 2008).  

In searching for psychological treatments of epilepsy, a study found that relaxation 

therapy did not make any difference to seizure frequency (Ramaratnam, Baker, & 

Goldstein, 2008). However, Cognitive Behavioural Therapy (CBT) did make an 

improvement to the associated symptoms of epilepsy, such as depression, and had a 

positive impact on quality of life (Ramaratnam et al., 2008). Yoga has also been 

shown to be an effective tool for reducing seizure frequency and duration 

(Ramaratnam, 2001, Lundgren, Dahl, Yardi, & Melin, 2008). In addition, 

Acceptance and Committal Therapy (ACT) which is accepting the condition that a 

person has and committing to a positive behaviour change (Hayes, 2004) teamed 

with yoga significantly impacts on the improvement of quality of life of people with 

epilepsy (Lundgre et al., 2008).  

It is suggested that newly diagnosed people with epilepsy can fall into three 

categories or groups in regards to the longevity of their condition and symptoms 

(Kwan & Sander, 2004). The first group is said to have an excellent prognosis as 

about 20-30% can have long term seizure freedom with or without treatment, 

although with treatment and medication remission or ‘resolution’ (ILAE, 2014) may 

occur earlier (Kwan & Sander, 2004). The second group can have seizure freedom 

with treatment, and this can affect around 20-30% of people with epilepsy (Kwan & 

Sander, 2004). The third group tends to have the worst prognosis as even with 

treatment it is suggested that around 30-40% will continue experiencing seizures 
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(Kwan & Sander, 2004). A UK study has shown that around half of those taking 

AEDs continued to experience seizures (Moran et al., 2004). 

The WHO proposes that 90% of epilepsy seizures are insufficiently controlled in the 

developing countries, and Kurdistan is situated in a developing region (WHO, 2010). 

This may be due to the suggestion that in the developing countries between 70-94% 

of people with epilepsy do not receive treatment for their symptoms (Sridharan, 

2002). A possible explanation for this could be that people in the developing 

countries may feel that medication does not have any connection to lower seizure 

occurrences and choose not to get treated. Another probability may be associated to 

the lack of knowledge about the condition and symptoms or due to the negative 

stereotypes of epilepsy (WHO, 2010). Consequently, people with epilepsy may not 

acknowledge their diagnosis fully and furthermore be in denial about their condition. 

The reason for insufficient seizure control in the developing countries could also be 

linked to that in the developed countries anti-epileptic drugs (AED) are prescribed if 

a person experiences seizures in the last 2-5 years, however, in the developing 

countries medications are prescribed if seizures have occurred only within a year 

(Mbuba  & Newton, 2009).  

According to the WHO (2011), it is estimated that in the developed countries around 

50% of people with chronic conditions adhere to medication (WHO, 2003; Brown & 

Bussell, 2011), this figure is even lower for developing regions (Mbuba & Newton, 

2009), such as the Middle-East. Not adhering to a correct medication regime by 

those with epilepsy, may have some association with reports of   high percentages of 

uncontrolled symptoms of the condition  in the Middle-East (WHO, 2003; 2010). A 

study in America has shown that although people with epilepsy have a high efficacy 

to adhere to a correct medication timetable to control the symptoms of the condition, 

the same conviction is not applied to a healthy lifestyle (Kobau & DiIorio, 2003), 

which may have a negative impact on the symptoms associated with epilepsy. 
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1.6. Psychosocial Effects of Epilepsy 

Epilepsy is a chronic condition and those diagnosed with it have been reported to 

show characteristics associated with learnt helplessness (further discussed in chapter 

two) (Rosenbaum, 1984; Amir, Roziner, Knoll, & Neufeld, 1999). Lack of 

knowledge about epilepsy has also been related to people with the condition which 

may  lead to discrimination and stigma by others in society (Brigo et al.,2015).  

Knowledge of epilepsy as a neurological condition has advanced greatly in the last 

few decades in the developed countries (Kelso & Cock, 2004), and the psychological 

effects, such as anxiety and depression, of this chronic condition are also reported 

widely (Johnson, Jones, Seidenberg, & Hermann, 2004; Raggi, Leonardi, D'Amico, 

Villani, & Quintas, 2015). Additional psychosocial consequences  of epilepsy, for 

those with the condition, are emotional difficulties and poorer reported quality of life 

(Raggi et al., 2015). Further suggestions are made in relation to anxiety, which has 

been found to be a significant predictor of quality of life (Jacoby, Snape, Lane, & 

Baker, 2015). Epilepsy has also been associated with sleep disturbances due to the 

condition itself and the medication required for the control of the symptoms (Bazil, 

2003; Jacoby et al., 2015).  

Depression has been associated with people with epilepsy (Drinovac et al., 2015; 

Micoulaud-Franchi et al., 2015), and it is a significant issue for people with the 

condition (Kanner, 2006; Mehndiratta & Sajatovic, 2013). Depression is reported  to 

be a response mechanism to difficulties in life, epilepsy is that obstacle that could 

lead to depression and requires management (Can, 2011). Behaviour theories of 

depression state that depression is a learned response to the absence of positive 

reinforcement (Lewinsohn, 1974). The Cognitive Theory of Depression, on the other 

hand, postulates that depression is a combination of three factors; the first is the 

individual’s own negative thoughts about themselves, the second is negative 

thoughts about the environment and finally negative thoughts about future prospects 

(Beck, 2002). Individual’s thoughts are said to be based on early learning and the 

society in which they live in. According to this model, negative thoughts can be 

changed by thinking about things in a positive way (Clark & Beck, 2010). This is the 
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theory  behind the Cognitive Behavioural Therapy (CBT) used in treating depression 

generally, as well as in epilepsy (Clark & Beck, 2010).  

Depression negatively influences quality of life and increases suicide rates in people 

with epilepsy (Kanner, 2006; Kondziella & Asztely, 2009). However, recognising 

the symptoms of depression are not always so clear cut in a clinical setting (Drinovac 

et al., 2015). A model, using visual and verbal scales, has been developed to detect 

depressive symptoms in medical environments to aid physicians recognise 

depression in people with epilepsy (Drinovac et al., 2015). Depression is not only an 

issue for those with epilepsy but it is also a factor that affects carers of people with 

the condition (Hoppe & Elger, 2011).  

As discussed above, high levels of anxiety and depression have been associated with 

people with epilepsy; furthermore,  low self-esteem is also reported to be linked to 

those the condition (De Boer, Mula, & Sander, 2008). It is further reported  that 

stigma can have a negative impact  on self-esteem, however, it has been shown that 

support groups can help raise self-esteem in people with epilepsy (Sawangchareon, 

Pranboon, Tiamkao, & Sawanyawisuth, 2013). The theory of social comparison 

explains that humans are compelled to compare themselves socially, almost like a 

competition (Festinger, 1954). This evaluation between the outside world and an 

individual is unidirectional, making comparisons based on abilities (Festinger, 

1954).  This comparison can be upward, where a comparison is made with people 

better off than the individual or downward comparison where people worse off are 

compared (Festinger, 1954). In a study of people with intellectual disability, it has 

been reported that better self-esteem positively correlates with social comparison. 

Furthermore, social comparison and self-esteem  both negatively correlate with 

depression (Dagnan & Sandhu, 1999). Dagnan and Sandhu (1999) conclude that the 

relationship between social comparison, self-esteem and depression are the same 

between intellectually disabled and able people . 

1.7. Epilepsy in Context  

In research to understand certain behaviours, it is crucial to understand the 

differences between the rules of different societies and cultures. As this research 
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concentrates on two very different societies, the UK and Kurdistan, an understanding 

of what the characteristics of these cultures are play an important role in the 

behaviour of its members. Culture is the indoctrination of the mind shared by a 

group of people in any given society (Hofstede, 1984).  One of the dimensions of 

culture is individualism and collectivism which looks at the level of individuality 

present among members of a given society (Hofstede, Hofstede, & Minkov, 1991). 

Societies can belong to either an individualistic or collectivist culture (Hofstede, 

1980). Individualistic cultures are more common in Western Societies such as 

Europe and North America and collectivist cultures are found in the Middle-East, 

Africa and Asia (Triandis, Brislin, & Hui, 1988; Hofstede, 2001). Members of 

individualistic societies are expected to look after themselves and their close family 

and the ties between the individuals are ‘loose’ (Hofstede et al., 1991). Whilst in 

collectivist societies, the individual’s identity is part of a larger set up within the 

extended family and community (Hofstede, 2001). Furthermore, individualistic 

societies are more associated with wealthy countries, in contrast to collectivist 

cultures which are more prevalent in poorer countries, and wealth is known to 

precede individualism (Hofstede, 2001).  

It is suggested that the members of a collectivist culture learn information through 

social interaction while those from individualistic cultures are informed by the media 

(Hofstede et al., 1991). It is further noted that there are fewer human rights in 

collectivist societies and they have less press freedom compared to individualistic 

cultures (Hofstede, 2001). According to the classification of individualistic and 

collectivist cultures (Hofstede, 2001), it appears that the UK is considered as an 

individualistic society whilst those living in Kurdistan, North of Iraq, are part of the 

societies in the collectivist category.    

Another dimension of culture is power distance (Hofstede et al., 1991). Power 

distance is the level of inequality between the more and less powerful members of 

society, such as teachers and pupils; and parents and children (Hofstede et al, 1991; 

Matsumoto, 2000).  Larger power distance is associated with more collectivist 

cultures where inequality is expected and children are taught to be obedient 

(Hofstede et al., 1991), such as those in Kurdistan. 
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Uncertainty avoidance is another cultural dimension, which is the anxiety related to 

uncertain or unknown situations (Hofstede et al., 1991; Matsumoto, 2000). It is 

suggested that cultures can fall into either weak or strong uncertainty avoidance 

categories and those in the weak uncertainty avoidance tend to be less anxious and 

show less emotion and aggression. These characteristics are more associated with 

individualistic societies, such as the UK. While those in the strong uncertainty 

avoidance show aggression depending on the situation, perceive different as 

dangerous and are not risk takers. These characteristics are linked with collectivist 

societies and cultures (Hofstede et al., 1991), such as Kurdistan.   

A further cultural dimension is femininity versus masculinity (Hofstede et al., 1991). 

A masculine society is where gender roles are clearly defined where men are 

supposed to be tough and be the breadwinner and women to be modest and concern 

themselves with dealing with quality of life. Masculine societies are associated with 

collectivist cultures, such as those in Middle-East including Kurdistan, while the 

feminine societies, where the genders are expected to have equal responsibility, are 

linked with individualistic cultures (Hofstede et al., 1991), such as the UK.  Whilst 

the individualism/ collectivism dichotomy has received much attention of 

researchers, this does not always apply to Hofstede’s (1980) other suggestions, such 

as uncertainty avoidance and feminine versus masculine cultures. 

A further concept that defines and divides the societal characteristics is what is 

known as the honour versus dignity cultures. Dignity is associated with western 

societies such as Europe and North America, and honour is said to be one of the 

characteristics of non-western societies such as those in Middle-East (IJzerman, & 

Cohen, 2011; Uskul, Cross, Günsoy, Gerçek‐Swing, Alözkan, & Ataca, 2015). 

Dignity is defined as the certainty that everyone is born equal and it is not an entity 

that is given nor can it be taken away by others (IJzerman, & Cohen, 2011), 

associated with Western societies, such as the UK. An honour culture on the other 

hand, includes values of family loyalty, high social regard and its members defend 

reputation through violence (IJzerman, & Cohen, 2011), more prevalent in Middle-

Eastern countries, such as Iraq. In honour cultures, the differences between the 

genders are that a man of honour protects and defends the family, while the women 

observe the standards set for appropriate behaviour (IJzerman, & Cohen, 2011).     
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According to the classifications of the individualistic and collectivist category 

(Hofstede, 2001), the UK falls under the groups of societies within the 

individualistic and Kurdistan is firmly within the collectivist cultures. Furthermore, 

the cultures in question are divided by the dignity and honour split, suggesting that 

differences in what is expected and accepted behaviour and characteristics from its 

members depend on the beliefs held within the cultural boundaries.    

The UK is a developed part of the world and is more advanced in knowledge 

concerning conditions such as epilepsy (Doughty, Baker, Jacoby, & Lavaud, 2003) 

and treatment therapies (Kaski & Cockerell, 2015). Furthermore, Western societies 

are advanced in their pioneering technologies for diagnosis and knowledge of 

medical conditions (Triandis etal., 1988; Kaski & Cockerell, 2015). Beliefs held by 

its members are not restricted by familial, religious or cultural boundaries. The 

British society is such that individuals are free to make life choices based on 

personal beliefs and  not  by societal pressures (Kashima et al.,  1995; Veenhoven, 

1999).  

The Kurdish customs in Northern Iraq are quite different to that of the UK’s way of 

life. This difference is perpetuated by the political instabilities in recent decades 

which are still continuing. Kurdish customs amongst its civilians are very much 

shaped by its history so it is important to put this in context. Today’s Kurdistan is 

mainly split between Turkey, Iran, Syria and Iraq, and there are some Kurds from 

Lebanon, and Azerbaijan and Armenia (Meho & Maglaughlin, 2001). Iraqi Kurds, 

the focus of this research, have had a long history of war and conflict with its central 

government for many years (van Bruinessen, 2007). Kurds have a long history of 

nationalistic beliefs which is shaped by its history and struggle to maintain identity 

(Hassan, 2013). For more detail on the Kurdish history, please also see appendix 16. 

Any research from deprived areas, such as Kurdistan, is much needed to advance  

knowledge  further. Although, it is fair to say that dealing with any condition, such 

as epilepsy, is different for people in Kurdistan as they also have the effects of war 

and political volatility to deal with at the same time. This research is an important 

step in reporting studies from an area of little research and will take pride in helping 

further academic understanding of epilepsy in this region.  
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In Kurdistan, the family is the cornerstone of society and plays a pivotal role in the 

life of any Kurd (Meho & Maglaughlin, 2001). As part of their self-identity, Kurdish 

people generally identify themselves as being part of a larger family and community 

(Taloyan, Johansson, Saleh-Stattin, & Al-Windi, 2011). The Kurdish culture is 

bound by tradition and religious rules and women are expected to protect their 

modesty (Siraj, 2011; Wright, 2014). Muslim women, including those from a 

Kurdish background, are expected to protect themselves by ensuring they are 

adequately dressed and are not to wear revealing clothes (Siraj, 2011). This was 

highlighted in a study carried out in the UK among Iraqi Kurdish women (Wright, 

2014). This is relevant for people with epilepsy, as during a seizure, it is expected 

that people lose control of themselves physically which could make women, from 

some ethnic groups, even more vulnerable.  

Due to the political and economic structure of the area, the health care system in 

Kurdistan receives little resources for the care of its population (Tawfik-Shukor & 

Khoshnaw, 2010). It has been reported that people with mental health problems, 

which in this region could include those with epilepsy due to the health care 

structure, have reported that almost 50% sought help from an indigenous healer 

before attending medical centres for advice on their condition (Rahim, Saeed, 

Farhan, & Aziz, 2015). Although, it is important to mention, this type of healing is 

not part of the legitimate health care structure, and is not regulated in any part of 

Iraq, including the Kurdistan region. Indigenous healers are more associated with 

low to middle income countries. The reasons why people with epilepsy in Kurdistan 

may attend indigenous healers could be related to the scarcity of adequate health 

systems in this region. The majority of healing practices of Kurdish people with 

mental health issues are suggested to be praying and reading the Quran (Rahim et al., 

2015). 

In the developing countries, it is suggested that people with epilepsy are less well 

educated due to high school drop outs (Ahmad, 2011). This is mostly down to 

parents trying to protect their children from the reoccurrence of an epileptic seizure 

outside the home (Ahmad, 2011). In the developing countries, seizures in public may 

be harmful socially as well as physically (Ahmad, 2011). Furthermore, people with 
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epilepsy are reported to experience high levels of stigma (stigma and its factors are 

discussed further in chapter three) due to having a condition such as epilepsy 

(Ahmad, 2011).  

A UK study looking at people with and carers of people with epilepsy from different 

religious backgrounds explored beliefs about the condition  from the perspective of 

South Asian origin (Ismail, Wright, Rhodes, & Small, 2005). It was found that 

participants in this study who were from a Muslim background in the UK believed 

that it was God’s will that they had epilepsy and acceptance came from the comfort 

of that thought process. The Sikh religion was found to have grounded its beliefs on 

the basis that epilepsy was punishment for acts carried out in a previous life. 

Furthermore, elderly people, from all religious backgrounds, had the traditional 

misconceptions about epilepsy and had little knowledge of the condition (Ismail et 

al., 2005).  

Snape et al. (2009) have suggested that participants in a study carried out in China 

report that people are well informed on epilepsy as a condition, including familiarity 

with its symptoms, however, they are not so well informed on the causes of the 

condition. In Africa people refer to epilepsy as the ‘burns disease’ because of the 

number of people seeking burn treatment as a result of people with epilepsy falling 

on fires when they experience a seizure (Baker, 2002).  

People’s views may have a great impact on how a person copes with epilepsy and 

how they are accepted into society. It is crucial that research does not just 

concentrate on those with the condition but also the level of knowledge, views and 

attitudes of the general population in relation to epilepsy and people with the 

condition. A study which was a door to door survey of 1,546 households in Ethiopia 

explored the general public’s knowledge and attitudes concerning people with 

epilepsy (Tekle-Haimanot et al., 1991). The results of the study showed that 89% of 

the participants had heard about epilepsy, 86% had witnessed a seizure, 75% stated 

they would not employ someone with epilepsy, whilst 58% said they would not be 

friends with someone with the condition. Their findings showed that people were 

generally sympathetic in regards to people with epilepsy but had misconceptions 



18| P a g e  
 

about the condition itself. Respondents reported negative attitudes when having to 

share accommodation or having physical contact with those with epilepsy, especially 

during a seizure in fear of catching the condition (Tekle-Haimanot et al., 1991). A  

criticism which may be warranted about this study is the report  that 86% of the 

respondents were illiterate. Improved knowledge of epilepsy is associated with high 

levels of education (Doughty et al., 2003), and better knowledge may help reduce 

negative attitudes and stigma in regards to people with epilepsy.  

Another very relevant study was carried out in India by Gourie-Devi, Singh, and 

Bala (2010). Gourie-Devi et al. (2010) attempted to find out the level of knowledge, 

attitudes and practices of people with epilepsy in Delhi. Their results showed good 

knowledge amongst people with the condition and positive attitudes when it comes 

to marriage and children. On the other hand, participants felt that epilepsy was 

caused by supernatural powers and sins committed by the patient or their ancestors. 

Gourie-Devi et al. (2010) also stated that due to the religious backgrounds of the 

majority of people in India, misconceptions of epilepsy are held which affects 

management of the condition and the treatment gap. Having said that, they suggested 

having religious beliefs may have a positive effect on patients as it may help by 

reducing stress in accepting their condition and have the perception of control over 

seizures (Gourie-Devi et al., 2010). This is an important piece of research as 

references are made to different beliefs held by people in developing countries as 

they could be linked to stigmas experienced by people with epilepsy in countries 

outside the Western societies (WHO, 2010). It is also very relevant to the current 

research. Treatment is not always sought mainly due to the misconceptions about 

epilepsy that are held in some countries (McCagh, 2014). 

The overall understanding of the types of epilepsies, recognising the symptoms, 

triggers, and treatment therapies have evolved over time and are developing still. 

This is not the reality in developing countries (Scott, Lhatoo, & Sander, 2001). There 

is a lack of reported research regarding the stigma experienced by those diagnosed 

with epilepsy, and the perception of those without the condition in the developing 

countries (WHO, 2010). Research is essential in this area to help gain a better 
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understanding of these experiences (WHO, 2010) from the perspective of the person 

diagnosed and the views of others in society. 

The highest epilepsy incidence is reported from the developing countries (WHO, 

2010), it is essential that new knowledge and research is directed to these parts of the 

world. As it is also reported that a high number of epilepsy cases in the developing 

countries are not adequately treated (Scott et al., 2001), it is more important now 

than ever to understand the gaps in knowledge and the treatment of people with 

epilepsy, especially in the developing countries, as this may have a significant effect 

on the quality of life and the stigma experienced by those with the condition (quality 

of life is further discussed in chapter two). The UK is known for its diversity in 

cultural richness through the prevalence of different  communities. This research will 

bring to the surface the importance of highlighting these societal differences in how 

people with epilepsy are perceived. The outcome of this research will be an 

important contribution to discovering new data and creating a firm foundation for 

more research to be conducted in this area, especially in the Middle-East. It is also 

hoped that the outcomes can help policy makers and provide support for people with 

epilepsy in these areas. 

There is limited availability of literature from other societies and countries in the 

developing world, consequently suggestions have been made for further research to 

be undertaken as epilepsy and its associated factors have been shown to impact on 

quality of life (Tedrus, Fonseca, & Carvalho, 2013). It is important to mention that, 

to the author’s knowledge, there is no published research on the effects of epilepsy 

on a person with the condition and very little is known about others’ perception 

about the condition in Kurdistan in Northern Iraq. This has led to literature search in 

neighbouring societies in Middle-East with similar values and the use of anecdotal 

evidence. 

Dr Omar (Head of Sulaimania Psychiatric Hospital, Appendix 15) was able to give 

an anecdotal view on epilepsy and its effects on those diagnosed with the condition 

in Kurdistan (please see appendix 15 for transcribed interview). Dr Omar stated that 

because of the societal structure, those diagnosed with epilepsy are considered 
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abnormal by their family and protected at home. Dr Omar also explained that the 

society functions, not based on personal views, but rather people live for the name of 

the family and their role in the community. The consequences of an epilepsy 

diagnosis include a negative impact on schooling, employment and relationships. 

Stigma was stated to be one of the key issues surrounding this condition. Dr Omar 

also stated that marriage prospects are negatively affected and the issues of 

disclosure and non-disclosure arise as a result. 

As existing research suggests, the experience of epilepsy may be different for people 

from different countries (WHO, 2003, 2010; Fernandes, Noronha, Sander, & Li, 

2008; Mbuba & Newton, 2009), this study was carried out in the UK and Kurdistan 

to further explore this issue. The rationale for this was that Kurdistan is from a 

developing part of the world compared to the UK. This research will explore these 

two regions to investigate whether there is a difference in how participants feel about 

their epilepsy and what  effects, if any,  this may have on stigma and  their quality of 

life. This will give an understanding of how stigma is influencing quality of life in 

two different contexts. To gain a full picture of the experiences, the views of those 

without epilepsy will also be explored. 
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Chapter 2: Quality of Life 

This chapter will present the long term impact of chronic illness on quality of life, in 

particular, epilepsy. The predictors of quality of life will be explored and the 

theoretical underpinning of this present research will be examined. Quality of life 

will also be looked in relation to other societies  

Quality of life literature was sought in order to gain a better understanding of the 

concept itself and how individuals in society interpret this perception in relation to 

their life. A review of published literature was carried out using available resources 

and databases provided by Brunel University London. Academic Search Complete, 

Science Direct, PsycINFO, PubMed, and Scopus databases were searched. Google 

Scholar was also used to gain a wider access to published literature and was able to 

use these references with the Brunel login details. The keywords used to search for 

literature in this research were quality of life, quality of life in epilepsy, quality of 

life in people with epilepsy, quality of life and epilepsy, epilepsy and quality of life, 

factors influencing quality of life, impact of epilepsy on quality of life, quality of life 

in people with epilepsy, health related quality of life in epilepsy, quality of life and 

well-being in epilepsy, adjustment and quality of life, quality of life in neurological 

illnesses, quality of life and chronic conditions in the UK/Europe/Middle-East/ 

Developing Countries/ Developed Countries/ Iraq/ Kurdistan/ Iran/ Turkey/ Kuwait/ 

Saudi Arabia and Jordan. The criteria for the literature search included all studies 

reporting on epilepsy and quality of life in adults, particularly those reported from 

the UK and Middle-East. Literature that did not report on the quality of life in 

epilepsy was not included unless used in studies where comparisons were made 

between chronic conditions.   

Quality of life has previously been debated and defined based on two different 

perspectives, according to Schalock and Felce (2004). These are social and 

psychological factors (Schalock & Felce, 2004). The social elements of quality of 

life include environmental factors such as, living standards, friendships, health and 

education (Schalock & Felce, 2004). The psychological elements of quality of life 

are the individual’s interpretations of the social factors which are measured by well-

being and happiness (Schalock & Felce, 2004). Another perspective that has been 
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highlighted in literature in regards to health and illness is the biopsychosocial 

approach, taking into account the condition a person has been diagnosed with, within 

the context of his environment or society (Engel, 1977). Furthermore, the 

biopsychosocial approach takes into account all aspects of a diagnosed condition 

from the person’s subjective perception of the illness, including social to medical 

and psychological viewpoints (Borrell-Carrió, Suchman, & Epstein, 2004; Elliott & 

Richardson, 2014). A combination of all the explanations in regards to health and 

illness appears to be interpreted by the World Health Organisation (WHO, 1994, 

1997) which suggests that quality of life is understood to mean a good standard of 

living from a physical, social and psychological well-being and having positive 

prospects and outlook on life (Saxena & Orley, 1997).  

Furthermore, the WHO has defined quality of life as a personal understanding of a 

person’s position in their life, from their cultural background perspective, to the 

context of their life expectations and objectives (Kuyken & Orley, 1994). An 

alternative interpretation of quality of life has been put forward as a combination of 

life contentment, general happiness and subjective well-being which are all closely 

linked to the meaning of quality of life (Phillips, 2006). However, another 

perspective argues that individuals’ understanding of happiness is not always easy to 

define as people are not always certain or aware when they are happy (Kahneman, 

1999; Kahneman, 2003). In addition, happiness is about the outcome of collective 

weighing up of experiences, which demonstrates ‘objective happiness’ (Kahneman, 

1999; Kahneman, 2003).  

Objective happiness is the observation of experiences in the present, whereas, 

subjective well-being is the evaluation of past experiences from memory 

(Kahneman, 2003). Another view of subjective well-being is that it is an important 

variable as the meaning is understood to be interconnected to quality of life (Huppert 

& Whittington, 2003; Phillips, 2006; Camfield & Skevington, 2008). A more 

comprehensive definition that has been put forward to explain subjective well-being 

states that it is an evaluation of one’s life which takes into account life satisfaction, 

and the experiencing of low moods and happy emotions (Diener & Oishi, 2002; 

Linley, Maltby, Wood, Osborne, & Hurling , 2009). An interpretation of objective 
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happiness is having a purpose in life, self-acceptance, positive relationships and 

personal growth (Ryff, 1989; Linley et al., 2009). Objective happiness is sometimes 

referred to as psychological well-being in most published literature.   

Ill health, including epilepsy, stroke and cancer, has been shown to affect subjective 

well-being (Binder & Coad, 2013). In cases of refractory epilepsy where it has been 

found that the inability to control seizures with medication affects a person’s overall 

quality of life (Sancho et al., 2010). Uncontrolled seizures could interfere with 

employment, and since it has been found that people with epilepsy who are in full 

time employment report better well-being, this could impact on overall quality of life 

(Collings, 1990). In contrast, insecurity over diagnosis, seizure occurrences and 

seizure frequency have been found to negatively impact on well-being (Collings, 

1990).  

It has long been suggested that financial security has no impact on well-being and 

even the multiplying of your wealth by thousands does not influence the level of 

well-being a person can feel or report to feel (Bentham & Bowring, 

1843).  Therefore, financial growth does not always equate to better subjective well-

being (Diener & Oishi, 2000). It is proposed that income has little effect on well-

being (Deiner, Suh, Lucas, & Smith, 1999), as the increase in income does not 

necessarily mean that more time is dedicated to the activities that are associated with 

subjective well-being (Kahneman, Krueger, Schkade, Schwarz, & Stone, 2006). 

Furthermore, subjective well-being and monetary values are more highly correlated 

in poorer countries compared to more developed and economically stable societies 

(Diener, Oishi, 2000; Diener & Biswas-Diener, 2002). Having said that, financially 

poor Latin Americans do not show especially low subjective well-being (Diener & 

Oishi, 2000) and even a developing country, such as India, do not report on being 

less happy, through measures of subjective well-being (Diener, 2000). However, low 

socioeconomic status, in developed and developing countries, has been reported to 

be a significant predictor of quality of life in people with epilepsy (Alanis-Guevara 

et al., 2005).  Nevertheless, it is proposed that economic means should be looked as a 

possibility to improve quality of life and not be accepted as a main predictor 

(Costanza et al., 2007).  
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For the purposes of this thesis, a combination of the definitions as set out by the 

biopsychosocial approach (Engel, 1977) and the WHO (1994, 1997) will be used, as 

they both take into account similar factors affecting quality of life. 

2.1. Adjustment and Coping with Illness  

Epilepsy is part of a group of conditions that are chronic (ILAE, 2014). Adjusting to 

any chronic condition is an important factor to consider when looking at its effects 

on quality of life. There are many models attempting to clarify how people cope with 

illness, each with its own interpretation of how this process evolves. Approaches to 

understanding health and illness as proposed from the Biomedical perspective, 

concentrates on the physiological aspects of illness but ignores the individual, 

environmental and psychological aspects influencing adjustment (Walker, Jackson & 

Littlejohn, 2004). The Biopsychosocial approach takes into account the biological 

aspects of illness as well as the psychological and social factors to explain health and 

illness (Engel, 1977). The Biopsychosocial approach is a more fitting approach when 

looking at epilepsy as it considers other factors affecting the individual and not just 

the physiological characteristics.   

Models from the Psychosocial perspective explore illness adaptation includes many 

factors influencing illness management, including personality traits, external 

stressors, physical adjustment and coping strategies (Walker et al., 2004). The 

psychological models of adjustment, which includes The Cognitive Adaptation 

Theory, states that from the diagnosis of a chronic condition, people try to search for 

meaning from the experience. Furthermore, they try and gain a sense of mastery and 

control to restore their self-esteem (Taylor, 1983). These are all elements that 

contribute to quality of life.  The Disability Centrality Model measures the 

importance of three main domains on overall quality of life including impact of the 

condition, perceived control and satisfaction (Bishop, 2005). It is proposed that using 

this model to assess those with chronic conditions can give a good indicator of an 

overall quality of life (Bishop, 2005). This model highlights factors of quality of life 

in regards to illness, and appears to be a better fit for conditions such as epilepsy; 

however, environmental factors are not accounted for. Apart from the Biomedical 
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Model, the other perspectives take the individual and the environmental influences 

into consideration, however, no one model fulfils all the factors necessary to explain 

adjustment in a neurological condition, in particular epilepsy.  

It is argued that the way individuals identify with the meaning of quality of life can 

change over time, especially when a diagnosis of a chronic condition has been given, 

and that change in understanding can help manage expectations and the condition 

(Sprangers & Schwartz, 1999). It is further proposed that barriers to adjustment in 

chronic conditions are low socioeconomic status and deprivation (Stanton, 

Revenson, & Tennen, 2007). Socioeconomic status has also previously found to be a 

predictor of quality of life (Alanis-Guevara et al., 2005).   

It is reported that the majority of people with epilepsy who do not adhere to 

prescribed medication for their condition have poorly controlled seizures which can 

lead to anxiety and low moods (Jones, Butler, Thomas, Peveler, & Prevett, 2006). 

Lack of adherence to medication and poor seizure control has been associated with 

perceiving epilepsy and its treatments negatively (Jones et al., 2006). Lack of 

medication adherence has further been associated with poorer perception of quality 

of life (Hovinga et al., 2008). In order to manage chronic conditions, such as 

epilepsy, suggestions of regular check-ups carried out by the medical profession 

have been made (Jones et al., 2006). As reported, epilepsy has psychosocial effects 

on people with the condition, and self-esteem can be affected with a diagnosis of 

epilepsy (Jones et al., 2006). However, it has been reported that a diagnosis of a 

chronic condition can have a positive influence on self-esteem should the individual 

be able to accept and manage their condition (Hills & Baker, 1992).  

A study by Mirnics, Bekes, Rozsa, and Halasz (2001) used the Washington 

Psychosocial Seizures Inventory and found that the role of family is very important 

in coping and adjusting to epilepsy. Social support has been found to have a positive 

influence in illness management including diabetes and epilepsy (Gallant, 2003). It 

has been reported that self-efficacy plays an important role in self-management, 

depressive symptoms, seizure severity and social support are important variables in a 

persons’ management of their epilepsy (DiIorio et al., 2006). The nature of epilepsy 
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is that sometimes one type of treatment or therapy is not successful and in these 

cases the treatments can be mixed, for example the use of Vagus Nerve Stimulation 

(VNS) and anti-epileptic drugs (AED) in order to reach seizure freedom, as this is 

the main objective, for its positive impact on quality of life (Brodie & French, 2000). 

However, even with treatment therapies only 70% of people with epilepsy can enjoy 

seizure freedom, in which case the other 30% continue to have seizures and have this 

negatively impact on their quality of life (Duncan et al., 2006).  

A literature review by Liveh, Wilson, Duchesneau, and Antonak  (2001) looked at 

the psychosocial adaptation in coping strategies. They suggest that coping with 

epilepsy as a chronic condition may involve patients to use avoidance, denial, self-

blame and distraction (Liveh et al., 2001). They also suggest, that because of the 

stigma attached to people with epilepsy, this affects those with the condition in their 

daily life, such as employment and life experiences (Liveh et al., 2001). They do 

conclude that further research is definitely needed to gain more insight into the 

psychosocial adaptations and coping strategies adopted by people with epilepsy 

(Liveh et al., 2001). Furthermore, it has been suggested that people with epilepsy 

may experience severe issues when adjusting to their condition and may need further 

interventions to improve quality of life (Kemp, Morley, & Anderson, 1999).  

In a neighbouring region in Iran, a study looked at coping methods used by people 

with epilepsy (Hosseini, Sharif, Ahmadi, & Zare, 2010). 21 participants with 

epilepsy were interviewed using semi-structured interviews and data analysed using 

content analysis. The results showed that, as a majority Muslim country, most of the 

participants stated that they used religious activities, such as praying and reading the 

Quran, to help them cope with their condition. Although, participants had expressed 

that the role of their family was crucial for emotional support and to help them adapt 

to their epilepsy, many felt their families were ashamed of them because of their 

condition. As far as social and governmental support was concerned, the study 

highlighted the need to raise awareness of epilepsy to increase understanding of the 

condition in the Iranian society (Hosseini et al., 2010).  Nonetheless, positive steps 

were taken in terms of medication for people with epilepsy in Iran, as it was reported 
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that around 72% adhered to prescribed medication to control their symptoms (Asadi-

Pooya, 2005).  

In a Korean study which included 178 participants recruited from university 

hospitals looked at concerns of living with epilepsy (Choi et al., 2011). Participants 

were aged 18-70 and diagnosed for over one year with any type of epilepsy (Choi et 

al., 2011). The results of the study showed that people with well controlled epilepsy 

still worried about the condition being inherited (Choi et al., 2011) which may affect 

marital prospects. This insecurity regarding epilepsy may be due to the level of 

knowledge about the condition and how accepting the society is.  

A study presented by Amir et al. (1999) looked at the effects of psychosocial 

variables, mastery and social support, as mediators between seizure severity and 

quality of life. They found that when a person feels that they are in control of their 

seizures, they were less troubled with their epilepsy, as the lack of control over 

seizures presents a great deal of anxiety for those with the condition. The support a 

person with epilepsy receives may help with the perception of the ability to cope, 

which in turn helps actual coping. In these cases, self-efficacy and mastery also play 

a role on how a person may cope with a diagnosis of epilepsy. Amir et al. (1999) 

reported that the more severe a person with epilepsy perceives their symptoms to be, 

the less support they claim to be given. They also propose that the more support a 

person with epilepsy receives the more they feel in control, and their sense of 

mastery is increased. They include in their discussion that the perception of coping 

with a condition inspires actual coping (Amir et al., 1999).  

Amir et al. (1999) concluded by suggesting that there has to be a certain amount self-

efficacy amongst people with epilepsy in order to cope with their epilepsy and 

improve their quality of life. They continue on by suggesting that the patients’ 

support network should be involved in the treatment process in order to give better 

support to people with epilepsy, as this can help achieve a better quality of life. In 

treating a person with epilepsy, it is important to have support groups and 

counselling in order to increase self-efficacy which in turns leads to a sense of 

control, locus of control, over the condition (Amir et al., 1999). In order for those 
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experiencing chronic conditions to have an improved quality of life, the need for 

better self-management is essential, which can then help with perceived control over 

symptoms (Bishop, 2005). Further proposals are made in relation to health care 

professionals to be able to offer a complete support network on how people with 

epilepsy can manage their condition (Ahmad, 2011). Support can be in the form of 

treatment and help in maintaining an active lifestyle (Ahmad, 2011).  

There are other conditions which may be similar to epilepsy in that they are also 

chronic and need constant management. In such conditions such as asthma and 

diabetes, it is found that barriers to management of chronic conditions are lack of 

information and the physical symptoms of the condition (Jerant, Friederichs-

Fitzwater, & Moore, 2005). It has further been shown in asthma patients that 

education about their condition (Gallefoss, Bakke, & RSGAARD, 1999) and well 

managed symptoms (Hyland, Finnis, & Irvine, 1991) have a positive impact on 

quality of life. It has been suggested that where chronic illnesses are concerned, 

conditions such as prostate cancer and hyperlipidaemia, possibly due to these 

conditions not having too many physical or painful symptoms, quality of life can be 

compared with that of a physically healthy individual (Schlenk et al., 1997). This 

comparison is made with illnesses with the lowest quality of life reports such as 

Acquired Immune Deficiency Syndrome (AIDS), Chronic Obstructive Pulmonary 

Disease (COPD), incontinence and fibromyalgia (Schlenk et al., 1997).  

2.2. Quality of Life Theories  

With a diagnosis of a chronic condition, such as epilepsy, it is suggested that quality 

of life is negatively impacted due to the effects of the condition and its related 

symptoms (Bishop, 2005). Health related quality of life was investigated in people 

with chronic conditions such as diabetes, epilepsy and multiple sclerosis using the 

RAND 36-item survey (SF-36), (Hermann et al., 1996). This was a reasonably large 

study, including n=271 with epilepsy, multiple sclerosis n=85 and those with 

diabetes n=555. Participants with multiple sclerosis reported worse off quality of life 

compared to people with epilepsy and diabetes (Hermann et al., 1996).  
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Particular symptoms associated with epilepsy, such as seizures, have been noted as 

important issues negatively affecting quality of life of people with the condition 

(Taylor, Sander, Taylor, & Baker, 2011). Factors affecting people with epilepsy, 

such as education, employment, and lifestyle, is influenced by the symptoms of the 

condition (Fisher et al., 2000). Other factors of an epilepsy condition are the 

longevity of the condition and the number of therapies needed for the control of the 

symptoms, which also negatively influences quality of life (Yue et al, 2011). To 

explain the depth of the effects of chronic conditions on quality of life, theoretical 

models have been put forward to explain the mechanisms a person goes through in 

order to deal with a chronic diagnosis.  

A theory that has been suggested to explain the impact of health related quality of 

life is put forward by Gallop et al. (2010). This theory considers the impact on 

quality of life of those diagnosed with a rare type of epilepsy, Lennox-Gastaut 

Syndrome (LGS), and their caregivers. In their study 40 parents of children with 

Lennox-Gastaut Syndrome were included, from the UK, Italy and US. Using semi-

structured interviews and thematic analysis, a conceptual model was presented which 

highlighted the complicated relationship between the symptoms of Lennox-Gastaut 

Syndrome and its impact on quality of life. This theory has shown that the impacts of 

Lennox-Gastaut Syndrome are not only disadvantageous to those with epilepsy but 

also for the caregiver (Gallop et al., 2010).  

One of the main factors that emerged was that seizure occurrences negatively impact 

people with epilepsy and were further responsible for its negative effects in social 

situations, such as friendships and socialising (Gallop et al., 2010). Caregivers 

reported feelings of anxiety in anticipation of seizure occurrences and worry their 

child may not survive further episodes. Parents of children with Lennox-Gastaut 

Syndrome also reported not being supported by friends and family for childcare 

duties, depending on the severity of their child’s seizures. The outline of their model 

includes the physical and cognitive features of Lennox-Gastaut Syndrome, followed 

by treatments and its effects on the features of Lennox-Gastaut Syndrome and 

quality of life. The next stage is the external factors which may be positive or 

negative and the psychological elements of Lennox-Gastaut Syndrome. According to 
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this model, all components appear to directly or indirectly influence the outcome of 

health related quality of life (Gallop et al., 2010). The model presented is a 

combination of feedback from both those with epilepsy and carers of those with the 

condition. Whilst this model offers a useful insight into the impacts of epilepsy on 

quality of life in Lennox-Gastaut Syndrome, it has failed to differentiate between the 

carrier's perspective and that of those with the condition. It is unclear how and in 

what context this model can be utilised to its full potential.   

A further health related quality of life theory is proposed by Wilson and Cleary 

(1995). Their model takes into account the impact of biological and physiological 

factors as the furthest away from influencing quality of life. Factors with more 

impact on quality of life are the symptoms of the condition, followed by functioning 

and general health perceptions. Aside from the biological mechanisms of the 

condition, all the other stages are shown to be affected by individual and 

environmental factors. This model proposes that quality of life is also affected 

directly and indirectly by the factors in this model, however, the biological and 

physiological functioning have the least impact on quality of life (Wilson & Cleary, 

1995). This appears to be a good model for measuring quality of life; however, it is 

not specific to epilepsy and does not take into account the importance of biological 

and physiological factors that may be specific to certain conditions, such as epilepsy. 

Furthermore, this model may not be suitable for measuring quality of life in epilepsy 

as the symptoms of the condition, such as seizures, are central to the condition, and 

according to this model they have the least impact on quality of life. Another 

observation of this model is that the stages are very defined and rigid and does not 

allow for flexibility between the variables affecting the overall quality of life. 

Instead, the model appears one directional, working its way from the beginning of 

diagnosis to the end, which is quality of life.  

A revision of the health related quality of life model as presented by Wilson and 

Cleary (1995) was made to make for a simpler tool to use (Ferrans, Zerwic, Wilbur, 

& Larson, 2005). The changes proposed highlighted that, firstly, biological 

functioning is affected by individual and environmental factors and is not a constant 

variable. The second change proposed removing non-medical aspects, as the authors 
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felt these were all covered either in the environmental or individual factors and 

finally removing labels on arrows as to not restrict the relationships between the 

variables (Ferrans et al., 2005).   

The WHO (2003) proposed International Classification of Functioning, Disability 

and Health (ICF) for non-fatal health conditions such as diabetes, depression and 

schizophrenia (Üstün, Chatterji, Bickenbach, Kostanjsek, & Schneider, 2003). This 

model is praised for its consideration of social, political and environmental 

assessments for gathering data on world populations (Üstün et al., 2003). The WHO 

(2007) in a further model of Classifying Functioning Disability in Children and 

Adolescents considered personal and environmental factors in the effects of health 

conditions, including participation, body functioning and activities on the overall 

quality of life. This model considers many factors that could impact on the overall 

quality of life of people, including social and political influences, however, it is not 

specific to neurological conditions, and in particular epilepsy which is unique in its 

characteristics and treatment.  

A systematic review of all available health related quality of life models have been 

presented by Bakas et al. (2012). In their analysis they have concluded that Wilson 

and Cleary (1995), revision of Wilson and Cleary’s health related model (1995) by 

Ferrans et al. (2005) and the WHO (2007) in their Classification of Functioning 

Disability models for Children and Adolescents are good models to use. They have 

further proposed researchers should use one of these three models for research into 

health related quality of life, unless there is strong support not to, as they cover 

essential areas of research (Bakas et al., 2012). 

2.3. Predictors of Quality of Life in Epilepsy 

Generally, it is accepted that people with epilepsy tend to have lower quality of life 

compared to people without the condition (Jacoby & Baker, 2008). It has been found 

previously, that relationships and support from family (table 1) have been factors 

identified with quality of life in people with epilepsy (Bishop & Allen, 2003). Social 

support, religion and spirituality and leisure activities all closely follow in their 
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significant impacts on quality of life (Bishop & Allen, 2003). Reports of poorer 

quality of life in epilepsy are exacerbated by symptoms of the condition as they can 

have a great impact on everyday activities (Tedrus, Fonseca, & Carvalho, 2013). 

This detriment to quality of life in epilepsy is a result of direct and indirect negative 

impacts of the symptoms of the condition (Bishop & Allen, 2003). Direct effects 

include the physical restrictions and limitations (table 1) as a result of an epilepsy 

diagnosis (Bishop & Allen, 2003). The indirect impacts of epilepsy include 

psychological well-being, such as depression and anxiety (table 1), on quality of life 

(Bishop & Allen, 2003).  

A Saudi study included 276 participants looked into quality of life in epilepsy has 

shown that people with the condition have considerably poorer quality of life 

compared to the general population (Ohaeri, Awadalla, & Farah, 2009). People with 

epilepsy are more likely to be uneducated, young, and unemployed, however, if the 

participants were educated, in employment and married, an improvement was 

observed in quality of life (Ohaeri et al., 2009). Another study carried out in Basra 

city in Iraq also showed that quality of life was compromised among people with 

epilepsy compared to the general population (Shakir & Al-Asadi, 2012). Further 

findings showed that people with epilepsy were more likely to be less well educated, 

unemployed and unmarried. Better quality of life amongst people with epilepsy was 

associated with higher education, family income and being young (Shakir & Al-

Asadi, 2012). A Turkish study reported that people with epilepsy demonstrated that 

their quality of life was poorer compared to those without epilepsy, except in cases 

where those with the condition had generalised seizures, were married and not taking 

too many different types of medication (Giray, Ozenli, Ozisik, Karaca, & Aslaner, 

2009).  

It is a fact that the symptoms of epilepsy are very unpredictable and cause much 

anxiety and stress (Jacoby, 1992). It is noted that poor seizure control and poor 

psychosocial well-being were associated with people with epilepsy (Collings, 1995) 

and were found to impact on quality of life. In newly diagnosed people with 

epilepsy, loss of physical control was noted to affect those with the condition 

(Velissaris, Wilson, Saling, Newton, & Berkovic, 2007). Furthermore, fear of seizure 
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recurrence was followed by anxiety (Velissaris et al., 2007). In an American sample, 

inclusive of n=87 people with epilepsy, it was found that those with the condition 

reported anxiety and depression related to their condition (table 1), which was found 

to have a negative impact on quality of life (Johnson, Jones, Seidenberg, & 

Hermann, 2004). An Iranian Kurdish study has shown that anxiety is one of the 

biggest factors facing people with epilepsy (Maroufi, Khomand, Ahmadiani, 

Alizadeh, & Gharibi, 2014).  

Seizure frequency has been reported to be one of the main predictors of quality of 

life in people with epilepsy (Alanis-Guevara et al., 2005; Guekht et al., 2007), and it 

is suggested that seizure freedom is necessary before improvements to quality of life 

are observed (Birbeck, Hays, Cui, & Vickrey, 2002). Although, even with a period 

of freedom from seizures there is still a fear that seizures can reoccur at any time and 

it is this lack of control over the symptoms that distress people with epilepsy 

(Jacoby, 1992).  

Seizure severity is another variable that has been found to impact on the quality of 

life of people with epilepsy (Harden et al., 2007; Bautista & Glen, 2009; Sancho et 

al., 2010; Taylor et al, 2011; Milovanović, Martinović, & Tošković, 2014); meaning 

that the perception of quality of life is reduced with more severe seizures. 

Furthermore, seizure severity has been directly associated with anxiety (Sancho et 

al., 2010). It is also worth mentioning that seizure severity has also been found to 

have negative effects on self-esteem (Leidy, Elixhauser, Vickrey, Means, & Willian, 

1999).  

It is suggested that people with epilepsy also experience depression (Taylor et al, 

2011; Fiest et al., 2013) anxiety (Johnson, Jones, Seidenberg, & Hermann, 2004) and 

low self-esteem which consequently negatively impacts on quality of life (Ahmad, 

2011). Where refractory epilepsy is concerned, depressive symptoms and seizure 

worry have been found to have the most impact on quality of life (Loring, Meador, 

& Lee, 2004). In a recent study from Washington, it was discovered that seizure 

factors and quality of life were not such strong predictors when it came to suicide in 

people diagnosed with epilepsy but depression was significant in its prediction 
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(Hecimovic et al., 2012). This is a significant finding as suicide has been known to 

be higher in people with epilepsy compared to the general population (Hecimovic et 

al., 2012).  

Learned helplessness has also been linked with depression in people with epilepsy 

(Endermann, 1997; Rosenbaum, 1984). In epilepsy, learned helplessness is best 

defined in the context of the inability to control seizures; this is where the person 

shows signs of giving up (Mikulincer, 2013). It has been shown that lack of control 

over seizure occurrence and the severity of seizures consequently leads to feelings of 

helplessness (Devillis, Devellis, Wallston, & Wallston, 1980; Mikulincer, 2013). It is 

suggested that helplessness is the outcome of irregular experiences and events 

(Devillis et al., 1980; Mikulincer, 2013), and uncontrolled and unpredictable seizures 

are perfect examples of this. It is suggested  that there is an element of similarity 

between epilepsy and learned helplessness, where the continuous and uncontrolled 

seizures can lead a person with the condition to feel helpless towards the symptoms 

they experience (Rosenbaum, 1984; Amir et al., 1999).  

A study carried out in Mexico has identified four variables that have been found to 

be significant predictors of quality of life. In epilepsy, sleep disturbance, being 

female, seizure frequency and socioeconomic status (table 1) were all factors found 

to negatively impact quality of life (Alanis-Guevara et al., 2005).  In recent 

literature, it is further confirmed that females tend to report lower quality of life 

compared to males (Tedrus et al., 2013). Further studies have demonstrated that 

sleep disturbances and deprivation have also been linked to more frequent seizures 

and in turn lead to poorer quality of life (Matos, Andersen, & Valle, 2010). A study 

looking at the quality of life of Kurdish people in Iran reported that unmarried people 

stated that their quality of life as moderate or bad. Further analysis showed that those 

indicating to have a bad quality of life were unemployed people and housewives 

(Mofidi, Ghazinour, Araste, Jacobsson, & Richter, 2008).  

Many variables have been found to be significant  predictors of quality of life, such 

as well-being, self-efficacy and locus of control. Locus of control was first 

introduced by Rotter in 1954, in which the notion of internal and external locus of 
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control was introduced as predictors and affecters of performance (Julian & Katz, 

1968). Locus of control refers to the individuals’ perception of power on an outcome 

(Kessler, 2013). Internal locus of control is the individuals’ belief in the personal 

control affecting a desired outcome (Kessler, 2013). External locus of control, on the 

other hand, are factors outside the individuals’ control, such as environment and 

society, affecting an outcome (Kessler, 2013). In a study comparing those with 

pseudo-seizures (psychological reaction to external stressors) and people with 

epilepsy showed that people with pseudo- seizures demonstrated greater external 

locus of control (Stone, Binzer, & Sharpe, 2004). This was also the case with 

findings where people with pseudo-seizures were compared to healthy controls, 

demonstrating external locus of control over health condition (Goldstein, Drew, 

Mellers, Mitchell-O’Malley, & Oakley, 2000).  

As discussed above, there are many factors reported to impact on quality of life in 

people with epilepsy, table 1 shows a list of known factors associated with the 

condition. 
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Table 1: Reported factors impacting quality of life in people with epilepsy 

 Factors Impacting Quality of Life in People with 

Epilepsy 

1 Seizures  

2 Seizure frequency 

3 Seizure worry 

4 Seizure Severity 

5 Longevity of diagnosis 

6 Number of therapies/medication required to control seizures 

7 Socioeconomic status 

8 Sleep disturbance  

9 Sleep deprivation 

10 Being female 

11 Environmental factors 

12 Individual factors 

13 Family/social support 

14 Spirituality 

15 Leisure activities 

16 Physical restrictions 

17 Depression 

18 Anxiety 

19 Lack of education 

20 Unemployment 

21 Marital status (unmarried/unattached) 

22 Being a housewife 

23 General health perception 

 

The impacts of an epilepsy diagnosis have been linked to factors other than 

physiological (seizure), and psychological (depression) influences, such as social 

consequences. It has also been shown that people with epilepsy come across 

problems to do with marriage, education and social segregation (Baker, 2002). It is 

further reported that people with epilepsy experience lower employment and 

marriage prospects because of their condition (Amir et al., 1999). This may be down 

to the lack of control of seizures, the lack of confidence as a result of uncontrolled 

seizures and or fear of stigma from others (Amir et al., 1999). The experience of and 

perceived stigma, together with lack of control of symptoms also impacts negatively 

on quality of life (Jacoby, 2002; Whatley, DiIorio, & Yeager, 2010; Ahmad, 2011). A 

study of older people with epilepsy has shown that the perception of stigma as well 
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as seizure frequency had a negative impact on quality of life (McLaughlin, Pachana, 

& Mcfarland, 2008). 

Epilepsy has been understood to affect a person in more ways than one; it can be the 

defining attribute of a person (Jacoby, 2002) and has been linked to a person’s 

quality of life by negatively impacting on well-being (Diener & Oishi, 2001). 

Although, it is important to mention in Western societies, knowledge has helped 

with understanding of this condition, but having a diagnosis of epilepsy can still 

have a negative impact on stigma and quality of life (Morrell, 2002). 

This chapter has highlighted issues affecting and predicting quality of life of people 

with epilepsy. As explored above, a diagnosis of epilepsy is a difficult one and 

sometimes challenging to accept. It has been shown that depressive symptoms 

(Bishop & Allen, 2003; Johnson et al., 2004; Hecimovic et al., 2012) account for the 

most variance in quality of life, the higher the depression the lower quality of life in 

people with epilepsy (Whatley et al., 2010). Reports from different societies have 

shown the implications for those with epilepsy. It has been shown that depression 

and seizure control are two of the main factors predicting quality of life. Although, it 

has been suggested that people from different backgrounds can have incorrect 

information as to what epilepsy is and this may have an influence in how a condition 

is accepted. Historical views of epilepsy have not been kind in its explanation of the 

condition, however, in modern times understanding of epilepsy is much clearer and it 

is the individuals’ quality of life that is the main focus of research, as a cure or long 

term resolution is not always promised by medical professionals. Stigma is another 

factor reported to affect quality of life, this is further explored in Chapter three.      
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Chapter 3:  Stigma 

This chapter will explore the associated stigma that goes hand in hand with a 

condition such as epilepsy, in that it can be a hidden condition, has misconceptions 

and a lack of knowledge surrounding it. Furthermore, this chapter will outline the 

stigma that exists with relation to illnesses and social settings, in particular epilepsy.  

Stigma can also be perpetuated by where in the world a person lives. This chapter 

will also look at knowledge of epilepsy and report on culturally relevant literature in 

this area. 

Stigma is defined as the association of shame on a person or situation due to a 

physical or social deviance to the normal societal acceptance (Goffman, 1963); this 

can be a physical deformity, illness or mental health issues. Stigma originates from 

the Latin word stigmat, which can be translated as to be marked or branded, and 

from the Greek translation it means to be tattooed (Morrell, 2002). Stigma is 

associated with people who are discredited or have a mark on their character 

(Morrell, 2002) which makes them stand out from the general population as having a 

physical or mental disability or illness. Furthermore, stigma has been argued to have 

social associations, what may be stigmatising in one society may not be in another 

(Yang et al., 2007). 

The meaning of illness varies from societies which can influence the way cross 

cultural research is conducted. Medical diagnoses and treatment needs to be 

culturally and socially specific as the meaning of illnesses can vary across different 

societies (Good, 1977). An example of this is further explored in the presentation of 

the meaning of ‘Heart Distress’ in the Iranian population of Maragheh following a 

two year field research. The perceived causes of heart distress was reported by the 

Maragheh residents to be the result of sex, pregnancy and childbirth; general 

weakness and little blood; worry and anxiety as well as inter-personal problems. 

Heart distress is concluded, by the researcher, to be the culmination of situations, 

motives, feelings and stress ingrained in the society of the population of Maragheh. 

Furthermore, the meaning of illnesses is the result of the association of the issues 

such as feelings and stresses embedded in the culture of a given society (Good, 

1977).   
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In health, stigma is defined as a social process or experiences where individuals are 

rejected or devalued for having a particular condition which can be based on 

experience or anticipation (Weiss & Ramakrishna, 2006). The aims of studying 

stigma in health has objectives such as, understanding the presence of stigma in 

different illnesses from a cultural perspective; the differences in stigma and different 

illnesses; the source of stigma and its effects on health and behaviour; assessing the 

changes in stigma over a period of time and social change; and to improve 

knowledge to affects health policies and laws to minimise stigma over time (Weiss 

& Ramakrishna, 2006).  

The development of Explanatory Model Interview Catalogue (EMIC) was influenced 

by the necessity to combine epidemiological and anthropological research methods 

for studies into physical and psychological illnesses (Weiss, 1997). The EMIC aims 

to draw out perceptions, beliefs and practices of a given society in relation to illness 

(Weiss et al., 1992).  Additionally, the inability to generalise the experiences 

reported by those directly affected by illness from the developed to developing 

societies further emphasised the need for the EMIC (Weiss, 1997).  

The EMIC contains a set of locally adapted interview models based on the 

experiences of those affected directly by the illness. The model consists of an 

interview structure and includes variables such as patterns of distress, perceived 

cause, help seeking and treatment, general illness belief and disease-specific queries. 

The first variable, patterns of distress, refers to a variety of issues including social 

restrictions, economic factors and stigma. EMIC includes a detailed section on 

stigma as it is an essential variable of the distress related to mental health and 

chronic conditions which can influence illness behaviour and help seeking and 

treatment. The method of analysis combines qualitative and quantitative methods 

where semi-structured interviews are cross referenced to check for significant 

relationships between the variables in the EMIC model (Weiss, 1997). The concept 

of the development of the EMIC is fitting; however, it is a long and restrictive 

process of collecting data. The interview model is structured, depending on the 

society, which leaves little room to manoeuvre. Furthermore, the process of checking 

the relationship between the variables in the different methods of research also 
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makes it a very time consuming process which makes it unsuitable when resources 

are limited.  

In a study using the World Health Organisation Quality of Life measure 

(WHOQOL), Quality of Life in Epilepsy Inventory (QOLIIE-89) and Stigma Scale 

of Epilepsy (SSE) was carried out in India with 45 participants split into three groups 

(Kumari, Ram, Nizamie, & Goyal, 2009). The first group was newly diagnosed 

people with epilepsy without any treatment, the second group had been receiving 

treatment for at least one year and the final group was a control group matched for 

age (Kumari et al., 2009). The results showed that those with epilepsy have lower 

scores on quality of life and higher scores on stigma compared to the healthy 

controls (Kumari et al., 2009). A further comparison between those newly diagnosed 

without treatment and those receiving treatment for at least one year showed that 

newly diagnosed people with epilepsy have poorer quality of life (Kumari et al., 

2009). This detriment to quality of life is related to the individual’s own 

misconceptions about being diagnosed with epilepsy and the negative stereotypes 

associated with this condition.  

3.1. Stigma Theories  

Stigma is a social concern (Link & Phelan, 2006; Benoit, & Shumka, 2009) and in 

order to define and conceptualise it in regards to epilepsy, it is crucial to understand 

the roles and responsibilities of the individual and society in its formation. The terms 

Symbolic Interaction and Role Theory have been used previously to examine the 

roles of the individual and society independently as well as collectively (Stryker & 

Statham, 1985). Symbolic Interactionism suggests that an individual is the product of 

social experiences (Mead & Mind, 1934) and that society consists of rules which 

nurture the social person and leads to the creation of social behaviour (Stryker & 

Statham, 1985). Role Theory suggests that individuals tend to behave differently 

depending on their social situations and their identity (Biddle, 1986). Both of these 

theories attempts to understand social matters in terms of social developments and 

the individual experiences of its members, however, they do not offer a complete 

explanation individually, and instead complement each other to offer a more 

comprehensive interpretation (Stryker & Statham, 1985). This interaction has been 
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referred to as ‘two sides of the same coin’ by Cooley (1902) (Stryker & Statham, 

1985). 

A more comprehensive theory to define individuals’ identity is presented by 

Goffman and what is known as Interactionist Role Theory (Stryker & Statham, 

1985). According to Goffman (1969) social situations have been associated with 

being part of a theatrical scene which needs at least two individuals to play different 

roles (Stryker & Statham, 1985). The situation that occurs between these individuals 

are performances between actors and the observers of society are the audience 

(Goffman, 1969). People (or actors) can have different roles in life to do with their 

work, family, relationships and so on and dress and portray themselves according to 

the rules of their situation or society. When entering a situation or scene, there will 

be an interest in the other person’s socioeconomic status, their attitude towards them 

and their trustworthiness. This information is important as it can help define the 

situation and what is expected of individuals in that scene. Previous experiences 

come into play where knowledge about dress code and social settings can be applied 

to new situations and this can help with knowing what is expected from individuals. 

Depending on the type of assumptions individuals want others to make about them, 

they will portray different characteristics and work hard to create and maintain their 

identity (Goffman, 1969). To be accepted in a specific social setting, individuals may 

dress similar to its other members and make an effort to maintain their projected 

selves in order maintain credibility among others and be considered ‘normal’ 

(Goffman, 1969). Should this portrayal of the self be interrupted by an undesirable 

characteristic or omission, the individual could be disgraced and be discredited by 

those in the group or society (Goffman, 1969).            

According to Goffman (1963), epilepsy itself is a ‘discreditable’ condition, but until 

the person is known to have epilepsy they are not ‘discredited’. This may affect a 

person with epilepsy in whether they decide to disclose their condition or keep it 

hidden in order to maintain their identity and keep up with the ‘normals’ of society. 

It is suggested that everyone is ‘normal’ in society until associated with a negative 

characteristic such as physical or mental disability or deviant behaviour, which can 

lead a person to be stigmatised and discredited. Goffman (1963) has identified three 
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types of stigma. The first type of stigma is that of a person with a physical deformity, 

this is where a physical irregularity, condition or disability could lead to an 

individual being stigmatised. The second type is suggested to have individual 

character flaws and have social deviance roots, such as those who are career 

criminals or deviate from other social rules. Finally, Goffman proposes tribal stigma, 

which can be any type of stigma that is associated with one’s race, religion or culture 

(Goffman, 1963).  

It is not difficult to associate epilepsy to the types of stigma as proposed by 

Goffman, in that epilepsy is a somewhat hidden condition and the person with 

epilepsy may not show any symptoms of the condition, unless they decide to 

disclose their circumstances. Also, epilepsy is a physical disability but may not show 

any physical characteristics of the condition and would fit the description of the first 

type of stigma if the information is shared by the individual or if the person 

experiences a seizure in public. Epilepsy does not have racial or religious 

associations which would rule out the tribal stigma and also it is not social deviance 

behaviour. Having said that, the misconceptions different communities may hold, 

such as those in the developing regions, could associate epilepsy as a consequence of 

the actions of those diagnosed with the condition. Furthermore, epilepsy can have 

associated misunderstandings in that it is sometimes linked with mental health issues 

(WHO, 2010); this may be the case for people in Kurdistan. As a consequence, 

epilepsy could come under the second type of stigma which can be associated with 

an individual’s mental health (WHO, 2010). However, this connotation can only be 

made when there is a lack of knowledge of what epilepsy is and what it entails, this 

misunderstanding is more frequent in societies that do not possess accurate or full 

information on the condition (WHO, 2010). 

The notion of epilepsy as a discreditable condition is very much in line with 

Goffman’s (1963) suggestion, and any person diagnosed with epilepsy is perceived 

to be ‘normal’ or ‘credible’ until disclosure occurs. Through disclosure, 

consequently leads people with epilepsy to become discredited in society.  To be 

discredited is when individuals are not treated as ‘normals’ and they are undervalued 

or dishonoured members of society (Goffman, 1963). Goffman (1963) further 
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explores that communication between the credible and discredited as ‘spoiled 

interactions’. This may push those with discreditable conditions to be a different 

character to the outside world as if on a stage and not risk being discredited and 

continue to act like a ‘normal’ by concealing their character flaws (Goffman, 1963).  

Katz (1981) suggests that there is a difference between a person’s stigma that is 

public knowledge and hidden stigma. This would fit into stigma in epilepsy more 

accurately as the condition, in some cases, can be concealed unless an individual 

decides to disclose the information themselves (Katz, 1981). This can also be 

compared to Goffman’s (1963) suggestion of epilepsy as a discreditable condition, 

and people with epilepsy as discredited through disclosure or seizure in public. Katz 

breaks the process of stigma down to four components, the first being an exploration 

of stigma from a spectator’s point of view (Katz, 1981), this takes into a count 

others’ perception of the stigmatising condition. Secondly, how one could feel 

threatened by the stigmatised individual, whether there are any harmful effects as a 

consequence to other individuals (Katz, 1981). This could also be related back to 

Goffman’s proposal of ‘spoiled interaction’, where depending on the type of society 

a person lives in, others may want to distance themselves from stigmatised 

individuals, in order to distance themselves from being associated with a discredited 

or disgraced individual. Thirdly, whether there is a feeling of pity or sympathy for 

the individual being stigmatized and lastly, whether the stigmatised individual is 

accountable for possessing such a condition or characteristics which leads to their 

stigma (Katz, 1981).  

Katz (1981) also puts forward that there are three models which explain stigma and 

its processes. The first model Katz suggests is the negative attributes model, which 

suggests that certain attributes or characteristics about a person, whether physical, 

social or familial would result in others forming a negative attitude towards the 

individual in question. This model is quite similar to Goffman’s ‘discreditable’ 

suggestion. The second is scapegoat model, which targets certain groups within 

society for possessing certain characteristics. For example, a certain group may be 

targeted for the complications in society. This model echoes with Goffman’s Tribal 

Stigma as the characteristics of the proposed model are very similar. Finally, the 
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labelling perspective suggests that social deviance is necessary but not sufficient for 

stigmatization to occur, ‘‘it corresponds to a point of view that holds that individuals 

are disvalued and isolated, less because they display attributes that violate accepted 

standards than because the majority choose to regard these persons as deviant’’ 

(Katz, 1981, p. 121). The negative attributes model resonates well with epilepsy in 

developing countries where this condition affects relations and one’s place in the 

community (WHO, 2010). Further, when a person is diagnosed with epilepsy in a 

Kurdish family, the whole family becomes the protective armour to avoid being 

negatively labelled and not risk social disadvantages.      

A diagnosis of a medical condition can be viewed as moving away from the norm of 

the rest of the population and as identifying imperfections (Scambler, 1998). The 

hidden distress model as presented by Scrambler (1989) aims to explain the 

diagnosis of an epilepsy condition on a person (Scambler & Hopkins, 1990). This 

model suggests that stigma experienced as a result of an epilepsy diagnosis can be 

split into two types, felt and enacted stigma (Scambler & Hopkins, 1990; Scambler, 

1993).  Enacted stigma is experiencing discrimination as a direct result of having 

epilepsy, such as a driving ban (Scambler, 1993). Felt stigma is the personal shame 

attached to having epilepsy and not being perfect and more importantly, leading to 

experiencing enacted stigma (Scambler & Hopkins, 1990). This model can be split 

into three components that explain the personal struggle which arises as a 

consequence of epilepsy (Scambler & Hopkins, 1990).  

The first is the fear of enacted stigma as a result of previous beliefs prior to diagnosis 

that a person may hold based on the teachings of our parents (Scambler & Hopkins, 

1990). The second factor is the decision to conceal the diagnosis and to be perceived 

as just another ‘normal’, in fear of being ‘discredited’ (Scambler & Hopkins, 1990).  

The third component is that as a result of concealment, the effects of enacted stigma 

are not as overbearing as the felt stigma experienced by those with epilepsy 

(Scambler & Hopkins, 1990; Scambler, 1993; Jacoby & Austin, 2007). This model 

further highlights that felt stigma precedes enacted stigma in its effects on a person 

(Scambler, 1998). Felt stigma is said to have more negative effects on a person 

compared to enacted (Jacoby & Austin, 2007). It has further been suggested that felt 
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and enacted stigmas have negative impacts on quality of life (Youn, Hong, & Kwak, 

2001). The factors presented in this model are comparable to Goffman’s concept of 

‘discreditable’ and the ‘discredited’ and the pressures on individuals to maintain 

‘normality’ amongst the members of their society or audience.  

It is claimed that stigma in epilepsy can be categorised in three levels which are 

individualised, interpersonal and institutional (Jacoby & Austin, 2007). Jacoby and 

Austin (2007) argue that on the individualised level, people diagnosed with epilepsy 

associate the diagnosis of the condition with negative feelings of shame and fear 

(Jacoby & Austin, 2007). Jacoby and Austin (2007) state that on the interpersonal 

level, the stigma of epilepsy dates back thousands of years through religious beliefs 

associating seizures with being possessed and sins having been committed. 

Furthermore, the associated characteristics of epilepsy such as aggression have 

confirmed stereotypes about the condition and helped maintain stigma (Jacoby & 

Austin, 2007).  

The institutionalised stigma refers to people with epilepsy being marginalised by 

society and bound by legality, with particular restrictions when it comes to 

employment (Jacoby & Austin, 2007). Those with epilepsy are unable to take up 

employment with the armed forces, and may also face further limitations when it 

comes to a teaching career, working for the medical profession, the police force, fire 

brigade and the prison services (Jacoby & Austin, 2007). It also important to 

mention that driving bans come into force when it comes to an epilepsy diagnosis 

and can only be reclaimed after a period of a person being seizure free for a fixed 

period, this can change depending on where the person lives (Jacoby & Austin, 

2007) and the type of epilepsy diagnosed. This model is similar to Goffman’s 

suggestion of the discredited, however, it appears that the discreditation is different 

depending on the situation, such as being socially discredited (by losing driving 

license) or individually discredited (such as the shame of having an epilepsy 

diagnosis).  

Dimensions of stigma, as proposed by Jones et al. (1984), has six categories that 

have to be taken into consideration when dealing with stigmatising conditions. The 
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first is concealability, whether the condition can be concealed or noticeable and how 

much can the visibility be guarded (Jones et al., 1984). The concealability category 

resounds well with Goffman’s concept of individuals attempting to appear being 

‘normal’ in their societies and hide their epilepsy in fear of being ‘discredited’ or a 

less valued member of society. The second dimension is course, whether the 

sequence of conditions changes and what can be expected as its eventual outcome 

(Jones et al., 1984). The third is disruptiveness, whether the condition in question 

affects communication and social interactions (Jones et al., 1984). The fourth 

dimension of stigma is aesthetic qualities, this is referring to whether the condition 

affects how the person looks, and if the person with the condition is unappealing to 

look at (Jones et al., 1984). Origin is the fifth dimension and is referring to how the 

condition came about, whether the person had any control over getting this condition 

or not, whether they were responsible for their fate (Jones et al., 1984). The final 

dimension is peril and is concerned with the type of danger or ill effect this condition 

can have (Jones et al., 1984). 

Epilepsy is a condition that can be hidden and so the first dimension is not always up 

for discussion as the person with epilepsy has the power to conceal their condition in 

most cases without having to disguise in any way. The concealability dimension may 

be more of an issue with conditions such as cerebral palsy and physical disabilities, 

such as wheelchair users, as it is more difficult to conceal and the decision is not 

always in the hand of the person with the condition (Hebl & Kleck, 2000). The 

second dimension, course,  is also not very relevant to epilepsy as the course of 

epilepsy as a condition can stay the same over a long period of time and can go into 

periods without epileptic seizures. This also means that the condition may not get 

progressively worse over time.  

During periods when a person is experiencing a seizure or absences, disruptiveness 

and aesthetic quality could be identified with people with epilepsy. Apart from these 

instances epilepsy rarely affects social interaction, and facial and or other physical 

changes are not usually affected (Chadwick & Usiskin, 1992).  The dangers 

associated with an epilepsy diagnosis are mainly towards the person with the 

condition and not imposed on others (Chadwick & Usiskin, 1992). The origin of 
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epilepsy is usually not intentional and the person does not have any powers on being 

diagnosed with epilepsy (Katz, 1981), apart from cases where alcohol and 

recreational drugs are involved (Wood et al., 2009). Epilepsy, to the knowledgeable 

person, is not linked to deviant behaviour and so the origin of the condition is not 

always associated with stigma. However, there is a constant fear of seizing in public 

and being found out and so the peril dimension is relevant as far as stigma is 

concerned, but only for the person with epilepsy and not others in society. 

Nevertheless, observing a seizure may be distressing for others to witness.  

Reports state that those with epilepsy feel stigmatised because of their condition and, 

if disclosed, others may not want to be close to them (Kleck et al., 1968). This 

perception of stigma appears to be a strong argument for people with stigmatising 

conditions, such as epilepsy, to conceal rather than disclose information regarding 

their condition to those around them (Jones et al., 1984). A person with epilepsy may 

then decide whether they would conceal their condition and be just like everyone 

else and be treated as just another ‘normal’ (Goffman, 1963) or to disclose their 

epilepsy and be constantly associated with the condition and live up to its negative 

connotations of their diagnosis (Jones et al., 1984). One of the important factors in 

epilepsy is that it has little or no physical symptoms, unless it is a secondary 

condition, the decision to disclose or conceal this condition appears to depend on the 

society that a person belongs to (Kleck, et al., 1968). 

Whilst it is easy to distinguish between most conditions and illnesses, epilepsy is 

very different in that unless it is disclosed by the person with the condition or a 

seizure is witnessed it remains hidden, and the decision to disclose is firmly in the 

grasp of the person with epilepsy (Schnieder & Conrad, 1980). Epilepsy is similar to 

other hidden conditions such as AIDS and Diabetes (Fernandes et al., 2007a). The 

difference between whether a condition is visible or not and whether disclosure takes 

place or not is very much dependent on the amount of stigma anticipated from 

society (Joachim & Acorn, 2000).  

It is the anticipation of stigma that persuades people with epilepsy to conceal or 

disclose their condition (Kleck, et al., 1968; Schnieder & Conrad, 1980). Schnieder 
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and Conrad (1980) compared disclosing an illness to being in the ‘closet’ and a 

decision whether to hide or disclose an epilepsy diagnosis is based on the potential 

for stigma. It is also recognised that if the environment that individuals inhabit is 

knowledgeable and accepting of the condition, this could potentially influence 

‘coming out’ (Schnieder & Conrad, 1980).     

The fact that epilepsy, in most cases, is a non-fault condition (WHO, 2010) which 

could make a difference to how much stigma surrounds it (Katz, 1981). It is 

recognised that with any illness the questions of whether the condition is visible or 

hidden, the decision to conceal or disclose need to be considered (Joachim & Acorn, 

2000; Kleck, 1968). Physical or visible disabilities have an effect on how others 

interact with the person with the stigmatising condition (Kleck, 1968) and in the case 

of epilepsy, people with the condition who have well controlled seizures and 

symptoms may choose not to reveal their condition to significant people in their lives 

(Kleck, 1968). 

3.2. Perception of Others 

As previously discussed, epilepsy has been linked to stigma (Tekle-Haimanot et al. 

1991; Jones et al. 1984; Doughty et al. 2003; Jacoby & Austin, 2007) due to the 

misconceptions surrounding the symptoms associated with the condition. 

Additionally, the degree of stigma experienced is indicated to be dependent on what 

region in the world a person lives (WHO, 2010, Fernandes, Noronha, Sander, et al. 

2008). Research has shown that there is increased awareness of epilepsy in some 

countries, such as the UK (Doughty et al. 2003); however, some societies  lack 

information and knowledge which reinforces stigma and negative attitudes in regards 

to people with epilepsy (Jacoby & Austin, 2007). In the developing regions, epilepsy 

is still associated with misconceptions about its symptoms and there is a lack of 

knowledge of the condition amongst the medical profession, those with epilepsy and 

society as a whole (Scott et al., 2001; WHO, 2003). Those with epilepsy in the 

developing countries experience stigma, which can have a distressing effect on 

quality of life (WHO, 2010). It is reported that stigma is high in the developing 

countries due to a lack of understanding of epilepsy and research in these parts. This 
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may have affected the increased level of stigma and poor quality of life for and 

towards those with the condition (WHO, 2010). 

Fernandes et al. (2008) reported on a study carried out in different parts of Brazil, 

which included 266 participants using the Stigma Scale of Epilepsy (SSE). The 

results of this study concluded that regional culture affected people’s perception of 

stigma and negative attitudes concerning those with epilepsy and suggested this 

condition is stigmatising, which affects people with epilepsy in their daily lives 

(Fernandes et al. 2008). Fernandes et al. (2008) further proposed that the level of 

impact on a person with epilepsy may depend on the area that person lives and 

suggested that it is important to consider cultural and social differences when 

looking at stigma in epilepsy.   

In a further study from Brazil, Fernandes et al. (2004) developed a series of open 

ended questions to explore the experience of stigma in epilepsy from the perspective 

of those with the condition and those not diagnosed with epilepsy. The study was 

carried out with 40 participants from an outpatient clinic in Brazil, 20 of whom were 

patients with epilepsy and 20 were relatives of the patients. Their questionnaires 

consisted of 3 main areas, which included medical, social and personal aspects. 

Fernandes et al. (2004) concluded that perception of stigma was not only an 

indication of lack of knowledge, but was also, at times, paired with inappropriate 

behaviour towards those with epilepsy. The lack of knowledge plays an instrumental 

role in others’ perception of epilepsy and how they interact with people with 

epilepsy in society (Fernandes et al., 2004). 

It would appear that there is a correlation between stigma in countries where 

epilepsy goes largely untreated. However, the inability to have epilepsy treated in 

developing countries may also be connected to the point that the condition is not 

always identified (Mbuba & Newton, 2009).  

It is put forward that stereotyping is explained by three approaches that aim to 

explain the phenomena (Jones et al., 1984). The first is the socio-cultural 

perspective, the second is the motivational approach and the final theory is the 
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cognitive approach (Jones et al., 1984). The socio-cultural perspective postulates 

that we are a product of the experiences we are exposed to and the information 

received from those around us, including parents and the media. This theory also 

investigates how beliefs originate and limit exposure to certain beliefs and false 

information can lead to incorrect conclusions (Jones et al., 1984). This approach is 

very similar to how individual identities are formed in society, according to Goffman 

(1963). The motivational approach proposes that social and psychological needs 

encourage in stereotyping social categories, this is because of our own internal 

conflict and needs (Adorno, 1950; Jones et al., 1984). The stereotypes may be 

because we are threatened by these traits in ourselves. The cognitive approach 

argues that stereotyping is a basic feature of our cognitive function (Jones et al., 

1984). 

A study comparing stigmas concerning people with three chronic conditions were 

carried out in Brazil where AIDS, Diabetes and Epilepsy were considered 

(Fernandes et al., 2007a). The results showed that participants perceived diabetes as 

the least and AIDS had the most stigma attached to it, however, epilepsy was a close 

second to AIDS which was attributed to lack of knowledge and education (Fernandes 

et al., 2007a). 

Power has been suggested to influence stigma (Link & Phelan, 2001). People need 

social, economic and political power to be stigmatising in regards to a particular 

group (Link & Phelan, 2001), in this case epilepsy. It is also suggested that social 

power is needed for people to be stigmatised towards those who are socially 

imperfect, for example, missing a limb, being obese or having a mental disability 

(Link & Phelan, 2001). These imperfections are associated with being weaker and 

therefore can be the object of stigma (Link & Phelan, 2001). This proposal resonates 

with Goffman’s (1963) theory where conditions, such as epilepsy, can be 

‘discreditable’ conditions and those who are known to have epilepsy are undervalued 

in society and are imperfect. Stigma is the product of society allowing labelling and 

discrimination to occur in power situations and this filtering to the rest of the general 

population (Link & Phelan, 2001). 
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The experience and perception of stigma  is reported  from both the developed and 

developing countries amongst people with epilepsy, although there is a difference as 

far as enacted stigma is concerned (Baker, 2002). As it can be understood from 

previous studies, not only the person with epilepsy may have fewer life 

opportunities, but may also be stigmatised by higher institutions by restricting their 

legal rights (Jacoby & Austin, 2007). In Western societies there is a higher level of 

knowledge and less negative attitudes towards people with epilepsy, however, in 

developing regions, such as Kurdistan, this is not the case (WHO, 2010). There is a 

lack of knowledge amongst people with epilepsy (Long, Reeves, Moore, Roach, & 

Pickering, 2000) and those without, and negative attitudes are common (Young et 

al., 2002), and stigma is present.  

A large study inclusive of 10 Middle-East countries, including Bahrain (n=200), 

Cyprus (n=150), Iran (n=942), Jordan (n=407), Kuwait (n=326), Lebanon (n=909), 

Oman (n=70), Qatar (n=248), Syria (n=245) and UAE (n=343) was carried out and 

suggested that seizure frequency, stigma and poor quality of life were all issues 

related to those with epilepsy (Baker, Jacoby, Gorry, Doughty, & Ellina, 2005). This 

resonates with a European study, showing around half of people with epilepsy feel 

stigmatised because of their condition (Baker, Jacoby, Buck, Stalgis, & Monnet, 

1997). Due to the perception of stigma, people with epilepsy in Iran considered 

epilepsy as the worst condition to be diagnosed with (Hosseini et al., 2010). A 

Yemen study has demonstrated that around 20% of university students thought that 

epilepsy was associated with insanity and was caused by an evil eye. Around 64% of 

the participants (n=1155) would not agree to marriage with someone with epilepsy 

and more than 30% would not let their child play with another child with epilepsy 

(Al-Eryani et al., 2015).  

A study carried out in Korea has found that over 30% of people surveyed felt 

stigmatised by epilepsy and discriminated against as a result (Lee, Yoo, Lee, & 

Korean QoL in Epilepsy Study Group, 2005). Another study in the Asian region by 

Jacoby et al. (2008) put forward that there are great misconceptions about epilepsy in 

China and Vietnam, especially in the case of the hereditary factor that is associated 

with the condition. This misconception has impacted on the level of stigma in 
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regards to people with the condition and as a result affected the prospects of 

marriage in these countries for those with epilepsy (Jacoby et al., 2008).  

Perceived stigma can have a disabling effect on a person and their quality of life 

(Ahmad, 2011). It is reported that as a result of a diagnosis of epilepsy people may 

be kept from education, have lower employment prospects, less opportunities when 

it comes to marriage (Ahmad, 2011), and ultimately have this affect their quality of 

life. With a diagnosis of epilepsy also come restrictions on a person’s options on 

how much they partake in everyday life activities. A person with epilepsy may be 

hesitant to carry out their usual activities that they enjoyed before diagnosis in fear of 

experiencing a seizure which may in turn make them a target for ridicule and stigma 

(Fisher et al., 2000). There are also cognitive impairments, such as memory 

functioning which may negatively impact on an individual with epilepsy (Fisher et 

al., 2000).   

Further issues include problems of inaccurate information and misconceptions 

regarding epilepsy and its characteristics (WHO, 2010). Families of people with 

epilepsy in the developing countries also face a certain amount of shame and stigma, 

as epilepsy has been known to possibly have a genetic predisposition (WHO, 2010). 

The level of misinformation, lack of knowledge and stigma in the developing 

countries is high (WHO, 2010). Research is essential in this area to help in 

improving levels of knowledge and reducing stigma in order for a better quality of 

life for people with epilepsy and families of those with the condition (WHO, 2010). 

This suggestion may also help people with epilepsy better manage their condition, 

help keep them in education, with confidence this may lead to better employment 

prospects, and more opportunities for marriage, this in turn may reduce perceived 

and experienced stigma. 

3.3. Stigma & Knowledge of Epilepsy 

An individual’s level of knowledge about epilepsy can impact on stigma concerning  

those with the condition (Doughty et al., 2003; Tekle-Haimanot et al., 1991). Stigma 

can have a negative effect on the quality of a person’s life (Whatley et al., 2010), and 
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depending on the society in which a person lives can affect how much they 

understand their condition (Fernandes et al., 2008; Doughty et al., 2003). A study 

carried out in a developing country, Jordan, found that although people were 

knowledgeable about epilepsy as a condition, that it is a serious condition, 

misunderstandings were still present and influenced by the sociodemographic factors 

(Otoom, Al-Safi, Sequeira, & Alkofahi, 2006).  

Doughty et al. (2003) carried out a study concentrating on ten European countries, 

including over 6,000 respondents. The participants in this study consisted of people 

with epilepsy and carers of people with epilepsy (Doughty et al., 2003). This was 

one of the largest studies of its kind which looked at societal differences in 

knowledge. Their findings were in line with other studies looking at different 

societies and the level of knowledge possessed. The results showed that people with 

epilepsy are usually well informed about their condition, nevertheless, there were 

differences in the level of knowledge between the countries (Doughty et al., 2003). 

For example, the UK and German respondents scored higher on the knowledge 

questionnaires compared to those from Portugal and Turkey (Doughty et al., 2003). 

The authors were able to link higher epilepsy knowledge to a greater level of 

education, longer period of the condition, higher scores of stigma and seizure type 

(Doughty et al., 2003). 

Doughty et al. (2003) also reported that 47% of the participants were single and a 

quarter reported being unemployed as a direct result of having epilepsy. 

Approximately half of the people with epilepsy felt stigmatised by their condition, 

although there were differences according to which country the respondents were 

from. Those from Spain reported lower stigma in regards to those with the condition 

and perceived stigma amongst people with epilepsy compared to those living in 

France who scored higher on the stigma scale. This difference shows that stigma is 

affected by where a person lives and people may be better informed about epilepsy 

depending on where they live. Doughty et al. (2003) concluded that people with 

epilepsy in Europe are generally well informed about their condition, but there are 

gaps in the level of knowledge in terms of causes of epilepsy and medication use. 
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Knowledge is central to understanding an epilepsy diagnosis and this is discussed in 

more depth below where studies will demonstrate that correct knowledge of epilepsy 

may help reduce the stigma that people with epilepsy and their families’ experience. 

Lack of knowledge of epilepsy has been reportedly linked with stigma (Doughty et 

al., 2003; Tekle-Haimanot et al., 1991). A UK study of carers of people with 

epilepsy has found that carers possessed positive attitudes towards people with the 

condition and knowledge of the condition is higher amongst young educated carers 

(McEwan et al., 2007). 

A study looking at the level of knowledge of people with and without epilepsy was 

carried out in secondary schools in Egypt by Shehata and Mahran (2011). Their 

findings showed that 92% of their participants would refuse marriage with a person 

with epilepsy, similar results were observed between those with epilepsy and those 

without the condition, while 28.4% thought that people with epilepsy should not 

marry. This study showed that stigma was surprisingly high across both groups. 

Awareness of epilepsy was 100% as all participants had either heard or read about 

epilepsy. They also noted that most of the students, 90% without epilepsy and 85% 

with epilepsy, possessed incorrect knowledge of the condition, such as causes and 

treatment. It appears this study also confirms that less knowledge of epilepsy would 

lead to more feelings of stigma concerning a person with epilepsy, even amongst 

those who have the condition (Shehata & Mahran, 2011).  

A further study which supports the findings put forward by Shehata and Mahran 

(2011) is that carried out by Mecarelli et al. (2007). They also suggested that a high 

number of their participants, 91%, had heard about epilepsy, but had little knowledge 

about the condition itself. It was also shown that university students were more 

likely to choose correctly from the questionnaires items (Mecarelli et al., 2007).  

This study was limited in its exposure to participants, only upper class students and 

undergraduates were included from Rome which may not be representative of the 

general population. A study which confirms the results of Mecarelli et al. (2007) is 

that of Hasan et al. (2010). Their findings are in line with the findings stated above, 

that the Chinese population in Malaysia had heard about epilepsy but had little 

knowledge of the characteristics of the condition, and discrimination was observed 
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from a minority of those taking part in the study, in regards to employment and 

social associations with a person with epilepsy (Hasan et al., 2010). It has been noted 

that higher levels of education positively affects the level of knowledge possessed 

about epilepsy (Doughty et al., 2003; Mecarelli et al., 2007).  

A relevant study carried out in Iraqi Kurdistan, in Erbil city, consisted of 80 primary 

school head teachers, checking for knowledge of epilepsy and attitudes towards 

students with the condition (Abdulla, 2014). Knowledge was reported to be poor 

among the participants as over 37% stated that epilepsy was an infectious disease 

and 55% felt students with epilepsy should be taught in separate classes. This was 

paired with over 92% stating that students with epilepsy should not take part in 

physical exercise. The authors felt that a campaign was necessary to tackle the 

misinformation regarding epilepsy for better understanding of the condition and to 

aid management of those with epilepsy, as this can affect the quality of life of those 

with the condition (Abdulla, 2014). 

A study carried out in Iran was inclusive of 500 participants across five major 

ethnicities which were of Persian, Azeri, Kurd, Lur and Arab (Masoudnia, 2009). 

This study showed that participants had good knowledge of epilepsy and possessed 

positive attitudes towards those with the condition as far as employment was 

concerned. Positive attitudes were also noted in regards to having their child play 

with another child with epilepsy but responded negatively to a close relative 

marrying someone with epilepsy (Masoudnia, 2009).    

Demonstrating similar findings was a further study from Iran, consisting of 800 

participants, which was carried out checking for knowledge and attitudes towards 

people with epilepsy (Ghanean, Nojomi, & Jacobsson, 2013). It was found that most 

people knew what epilepsy was and that it originated from the brain, although 17% 

stated that it was just God’s will. The majority of the participants were positive in 

their attitudes towards employing someone with epilepsy, having their child play 

with someone with the condition but again negatively responded to marriage from a 

member of their family with a person with the condition. People with epilepsy in 
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Iran felt moderately stigmatised because of their condition but less than people with 

mental health issues (Ghanean et al., 2013).   

A study from Turkey on knowledge and attitudes towards people with epilepsy 

showed that even if participants were familiar with the condition, this did not 

necessarily help with changing negative attitudes towards those with the condition 

(Demirci, Dönmez, Gündoğar, & Baydar, 2007). Further discrimination emerging 

from the study demonstrated that some of the participants were happy to let their 

child play with someone with epilepsy but objected to marriage with someone with 

epilepsy. Lack of knowledge of epilepsy was further revealed as only 42% of 

participants stated that epilepsy originated from the brain. However, lack of 

information and discrimination was more prevalent among those belonging to older 

or uneducated category (Demirci et al., 2007).  

A further study from Turkey looked at teachers’ knowledge and attitudes towards 

children with asthma and epilepsy, and whether a brief educational leaflet could have 

a positive impact (Aydin & Yildiz, 2007).  The study found that teachers had better 

knowledge and attitudes were more positive with those children with asthma 

compared to those with epilepsy. Further knowledge discrepancies showed that 30% 

of teachers did not want a child with epilepsy in their classroom and felt they should 

attend a special school; however, those with asthma were accepted to attend 

mainstream education. It was reported that the brief information leaflet, used for 30 

days, did impact positively on knowledge and attitudes towards those with epilepsy 

although the effects may be temporary. The authors recommend better education to 

improve people’s knowledge of epilepsy in order to minimise discrimination towards 

those with the condition (Aydin & Yildiz, 2007).     

A study carried out in two counties in France by Rafael et al. (2010) also looked at 

knowledge of epilepsy. They reported that there were gaps in the level of knowledge 

participants stated, however, less knowledge of epilepsy was more common from 

those participants who were men, older people and those with lower education 

levels. They concluded their study by stating that there were misunderstandings 

regarding the cause of epilepsy and its treatment. Rafael et al. (2010) suggest that 
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their study has shown a high level of stigma, and state that people with epilepsy need 

to be included in order to tackle the level of stigma.            

Kaleyias, Tzoufi, Kotsalis, Papavasiliou, and Diamantopoulos (2005) carried out a 

study of teachers’ (without epilepsy) knowledge and attitudes towards epilepsy and 

students with epilepsy in three cities in Greece. They found that teachers have 

positive attitudes towards epilepsy and students with epilepsy, and most teachers felt 

that students should continue with their education at their normal school but have 

little confidence in helping a student should they experience a seizure. This shows 

that whilst teachers’ have positive attitudes towards students with epilepsy their 

knowledge is limited as far as the condition is concerned. As a direct result of their 

research Kaleyias et al. (2005) suggested that Greek teachers need to be provided 

with tools to acquire knowledge on how to help a convulsing child, should the need 

arise. They have also highlighted that their findings are in line with other studies 

carried out in Europe and accept that the society a person belongs to is a great factor 

in the level of knowledge and stigma regarding epilepsy and people with epilepsy 

(Kaleyias et al., 2005).  

With societal differences come different understandings of chronic illnesses, such as 

epilepsy, and people’s reactions to those living with it. Research has gone to great 

lengths to widen our knowledge on the psychological effects of most illnesses and 

conditions, and it has certainly attempted to broaden our understanding of epilepsy, 

its characteristics and the effects on those diagnosed. However, it is unfortunate that 

in some countries there is a wide gap in the level of knowledge possessed by those 

diagnosed with epilepsy, their families and the general population (WHO, 2010).  
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Chapter 4: Thesis Direction and Predictions   

The current chapter will outline the thesis direction, research questions and 

hypotheses for all studies. 

A mixed methods design was adopted, using qualitative and quantitative techniques 

to collect and analyse data. This method was adopted mainly because, at the time of 

data collection, there were no existing references, to the author’s knowledge, in the 

area of epilepsy in Kurdistan, Northern Iraq. Knowledge of illnesses and in particular 

epilepsy is lacking somewhat from this region of the world (WHO, 2010). Literature 

reported from neighbouring areas in Middle-East, such as Iran, Turkey and Saudi 

Arabia will be explored in relation to knowledge, attitudes, stigma and quality of life 

of people with epilepsy and others’ perception of the condition.   

This research was carried out in three parts to gain an understanding of the 

experiences of epilepsy and the impact of stigma on the quality of life of people with 

the condition. Two out of the three studies, studies one and two, explored epilepsy 

from the perception of those with the condition. Study three investigated the views 

of others (those without the condition), as the experience of stigma of someone with 

epilepsy is affected by the attitudes and perceptions of those without the condition 

(Doughty et al. 2003; Jacoby & Austin, 2007; WHO, 2010).  

The first study was a qualitative investigation into the experiences of people with 

epilepsy. The data for this study was collected via semi-structured interviews and 

analysed using thematic analysis. The participants totalled 20, 10 from the UK and 

10 from Kurdistan. The analysis of the first study reported the similarities as well as 

differences between the two groups and implications for further and future research. 

The second study was a quantitative study looking at the specific areas that have 

been found in reported literature. A total number of 172 participants, 84 from the UK 

and 88 from Kurdistan took part, checking for significant predictors of quality of 

life. Measured variables included knowledge of epilepsy, seizure severity, perceived 

illness seriousness, depression, perceived stigma and quality of life. The third study 

investigated people without epilepsy, looking at their knowledge of epilepsy and the 

stigma concerning those with the condition. A total number of 316 participants took 
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part, 116 from the UK and 200 from Kurdistan, and the results were explored 

between the two groups checking for significance.  

Chapter five will report on the first study which was the qualitative exploration of 

people with epilepsy. This section will not only report the results but also highlight 

the similarities observed between the two groups as well as the differences and what 

this can mean for future and further research. 

Chapter six reports the quantitative study of people with epilepsy. Significance 

between the predictors of quality of life and correlations will be reported and 

analysis discussed. Comparisons between the two societies will be made and 

predicted hypothesis tested. The implications of the results will also be discussed in 

relation to further developments in this area. 

Chapter seven presents the third and the last study in this thesis which concentrates 

on the level of knowledge of epilepsy and the stigma concerning people with the 

condition. This study is from the perspective of people without epilepsy. The results 

will be presented with the two groups in mind, the UK and Kurdistan group. 

Comparisons of similarities and differences will be reported and what this can mean 

for future developments in this area. 

Chapter eight will summarise the discussions of the overall research and conclude 

this thesis.      

The overall research aims are to understand the effects of stigma on quality of life in 

people with epilepsy in the UK and Kurdistan; and also looking at the knowledge of 

epilepsy and stigma concerning those with epilepsy from the point of view of those  

without the condition. This part of the study is intending to make clear how those 

diagnosed with epilepsy understand their condition and how they cope with their day 

to day lives.  
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Qualitative Study – People with Epilepsy – Chapter 5 

Research Question Research Proposal 

How do people with epilepsy understand 

their condition in the UK and Kurdistan, 

and what are the impacts on their daily 

life? 

An exploration into the lives of people 

with epilepsy in the UK and Kurdistan, 

Northern Iraq. This study will explore 

the possible similarities and differences 

between the two areas. There is no 

published literature in the area of 

Kurdistan, which was the reason that this 

was more of an explorative study. 

 

Quantitative Study –People with Epilepsy – Chapter 6 

Research Question Hypothesis 

1► Does seizure severity negatively 

impact on quality of life in people with 

epilepsy? 

 

 

 

2►Does perception of illness 

seriousness negatively influences quality 

of life? 

 

3►Do people with epilepsy living in the 

UK have a better quality of life 

compared to those living in Kurdistan, 

1► Previous literature has reported that 

seizure severity has a negative impact on 

quality of life; it is therefore 

hypothesised that those participants who 

scored high on the seizure severity scale 

will have scored significantly lower on 

the quality of life scale. 

2►Those participants scoring high on 

the perceived illness seriousness scale 

will score significantly lower on the 

quality of life scale. 

3► Western societies are known to have 

a better understanding of illnesses and 

possess better technologies which go 

towards helping its members. With this 
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Northern Iraq? 

 

 

 

4► Are people with epilepsy living in 

the UK more knowledgeable about their 

condition compared to those living in 

Kurdistan, Northern Iraq? 

 

 

 

5►Do people with epilepsy report more 

perceived stigma living in Kurdistan 

compared to those living in the UK? 

 

 

 

 

6► Do people with epilepsy living in 

Kurdistan report more depressive 

symptoms? 

 

 

 

in mind, it is hypothesised that those 

from the UK group will have scored 

significantly higher on the quality of life 

scale compared to the Kurdish 

participants. 

4►Through support groups and 

availability of knowledge in the UK, 

people may have access to more 

information about epilepsy and as this is 

not the case in Kurdistan, it is predicted 

that the Kurdish group will have 

significantly lower scores on the 

knowledge of epilepsy measure 

compared to the UK group. 

5►According to literature, lack of 

knowledge in any area leads to stigma 

and as it is already predicted that the UK 

will have better knowledge of epilepsy, it 

is a natural progression to propose that 

those in the UK group will have scored 

significantly lower on the perceived 

stigma scale compared to those in the 

Kurdish group. 

6► According to literature depression is 

associated with stigma and it is already 

predicted that those in the Kurdish group 

to perceive more stigma; it is therefore 

hypothesised that those in the Kurdish 

group to report more depressive 

symptoms compared to the UK group. 



62| P a g e  
 

7► Do participants living with epilepsy 

in the UK report a better quality of life? 

7► According to reported literature in 

regards to quality of life in people with 

epilepsy, those living in Western 

societies report a better quality of life 

compared to those in the developing 

countries. With this in mind, it is 

hypothesised that participants with 

epilepsy living in Kurdistan will report a 

significantly poorer quality of life 

compared to the participants with 

epilepsy in the UK group. 
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Quantitative Study – People without Epilepsy – Chapter 7 

Research Question Hypothesis 

1► Does knowing someone with epilepsy 

have a positive effect on how much we know 

about the condition?  

 

2► Does having better knowledge of 

epilepsy have a positive impact on stigma in 

regards to people with epilepsy?   

 

3► Does living in Kurdistan impact on 

stigma views concerning people with 

epilepsy? 

 

 

1► It is hypothesised that those who 

knew or had known someone with 

epilepsy will have significantly better 

knowledge of the condition. 

2► It is predicted that those 

participants with better knowledge of 

epilepsy will have scored 

significantly lower on the stigma 

scale. 

3► This may be due to the lack of 

awareness and knowledge of epilepsy 

as it is predicted that participants  in 

the Kurdish group will have scored 

significantly higher on the stigma 

scale used  compared to those in the 

UK group. 
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Chapter 5: Qualitative Study of People with Epilepsy  

This chapter reports the only qualitative study in this research carried out as part of 

the overall investigation into epilepsy from the UK and Kurdistan, Northern Iraq. 

The method of analysis was Thematic. This method allows the development of 

themes which can then be looked at to highlight possible similarities and differences 

between the groups. Qualitative methods, in this case, also provided a good 

foundation for this research. This chapter ends with a discussion of the present study 

and implications for further research.  

In Western societies awareness of epilepsy is on the increase with the help of better 

medical understanding and available support groups assisting those diagnosed with 

epilepsy and their families, however, this is not the case for those in the developing 

regions (WHO, 2010) such as Kurdish societies. In the Middle-East, epilepsy is 

referred to more frequently as fainting as this is seen to be less stigmatising as  they 

are triggered by external factors and being struck by the evil eye (Good, 1994). 

Furthermore, the causes are sometimes associated with sins committed and those 

experiencing recurrent seizures are likely to attend religious healers (Good, 1994).    

The research purpose of this study was to explore the lives of people with epilepsy in 

the UK and Kurdistan, Northern Iraq. The study was to look into: how do people 

with epilepsy understand their condition in the UK and Kurdistan, and what are the 

impacts on their daily life?     
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5.1. Methodology 

5.1.1. Design  

Research either uses qualitative or quantitative methods, or a mixture of both. Data 

from qualitative methods are analysed using the most appropriate method, such as 

thematic analysis, discourse analysis, grounded theory and narrative analysis (Smith, 

2015). A definition of qualitative design is the ability for researchers to observe and 

interpret topics of interest in their natural environment (Ezzy, 2001; Denzin & 

Lincoln, 2011). Further, it allows the researcher to be flexible on the level of depth 

of data collection and the uniqueness of analysis (Ritchie, Lewis, Nicholls, & 

Ormston, 2013). Newman and Benz (1998) claim that qualitative data is where 

observations take place, also in the form of interviews and focus groups, in order to 

develop a theory whereas quantitative methods are when one starts with a hypothesis 

and aims to prove or disprove it.  

Riessman (1993) suggests that people interpret life situations into a story, and using 

qualitative analysis such as narrative, allows participants to recall their story in a way 

that makes sense to them and reiterate important points to highlight to the researcher. 

The qualitative method of approach was important to use in this research as a search 

of the literature resulted in no publications on the experiences of people with 

epilepsy in Kurdistan, Iraq. It is important to get a full picture of the situation and 

this can only be gained by using qualitative methods. This method allows 

participants to share their experiences to be used as a basis for future research in this 

area. 

Another reason for selecting a qualitative methods design is that quantitative survey 

based questionnaires give us statistics but fail to explain what the findings mean 

(Holloway & Jefferson, 2002). In order to really understand any given data, the 

background information is crucial and this is where a qualitative design helps the 

researcher (Holloway & Jefferson, 2002). In this case, due to the lack of data 

availability, it was essential to carry out the data collection via a qualitative method 

in order to be able to get a good understanding of people’s perceptions of their 
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condition. This method was also important to apply as the evidence could be used as 

background information in order to be able to carry out further extensive research.  

5.1.2. Participants 

The data includes 20 interviews from participants, 10 from the UK and 10 from 

Kurdistan, Northern Iraq, Sulaimania district. The inclusion criteria for this study 

were anyone over the age of 18 with a diagnosis of epilepsy in both regions, male or 

female (for more comprehensive participant information, also see Appendix 14). 

There was an even gender split in the Kurdish sample with five each male and 

female. There was an uneven split in the UK sample with 3 male and 7 female.  

Table 2: Demographical Information 

 

Kurdistan M (SD) UK M (SD) 

Age- years Mean (SD)  32.1 (9.72) (range 18-44) 44.7 (16.74) (range 21-70) 

Time since Diagnosis –year 10.70 (7.33) (range 2-25) 25.25 (20.39) (range 1.5-63 

 

5.1.3.1. UK Sample Procedure 

The UK participants were first approached from a personal contact and the rest were 

recruited using the snowball method at a conference held for epilepsy awareness 

which included attendees from all over the UK. The snowballing technique is 

essential for researchers especially when reaching a hard to access group (Breakwell, 

Hammond, & Fif-Schaw, 2001) such as epilepsy. Snowballing is also advantageous 

for accessing groups that are side-lined or stigmatised by society (Atkinson & Flint, 

2001). This method allows a researcher to start off with one or more participant and 

is then led to other potential participants (Breakwell et al., 2001). Potential 

participants were approached and a brief explanation of the study was given and 

asked if they would take part. In this group there were no refusals to participate, 

however, one participant interview was excluded from the study as he did not meet 

the 5 year residency criteria set for all participants in the UK groups across all 
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studies. Participants were asked for their preference on where they would like to be 

interviewed. 3 interviews took place in homes of participants, and the rest in a 

private area at the epilepsy awareness weekend conference. All efforts were made to 

minimise disruption during the interviews, however, disruptions  were experienced 

during some of the interviews but these were dealt with appropriately and ensured 

the process was back on track without affecting the participants’ privacy or 

disrupting the interview process. 

5.1.3.2. Kurdistan Sample Procedure 

With the Kurdistan participants contact was made with the Head of Psychiatry in 

Sulaimania and permission given to enter the hospitals and clinics for the purpose of 

collecting data from those with a diagnosis of epilepsy (Appendix 10.2). Those 

attending the hospital were from cities and villages surrounding this city hospital. A 

snowball technique was also used to collect data (this technique is briefly explained 

in the UK sample above). The researcher was allowed access to the clinic where 

EEGs were carried out. Potential participants were approached and asked if they 

would take part in the study, out of those approached only one refused as she said 

she did not have epilepsy. Interviews were carried out in a private room as agreed by 

the manager at the clinics. Some participants were referred by personal associates; 

these interviews were carried out in a place convenient to the participant.  

5.1.3.3. General Procedure 

All participants were informed prior to the interviews on the subject of the research 

but were not given the specific questions automatically. A printed consent form was 

given to the participants to read, and if happy to proceed, to sign. In all cases consent 

was obtained prior to the commencement of the questions and the recording of the 

interviews. The data from the interviews was recorded in order for it to be 

transcribed clearly and accurately and to be used for analysis purposes.  

During the interviews, as well as the participants being prompted to expand on 

topics, notes were taken as recommended by Egan (2002) suggesting active listening 

was an important skill to exercise during interview situations. In addition, the 
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interviews were participant-led and a naive researcher approach was adopted. 

Furthermore, Rogers (1994) also proposes  utilising a passive stance to allow 

participants to self-direct without getting in the way. Before the end of the interview, 

all participants were asked if they wanted to add anything to the interview to bring 

the situation back to a neutral frame of mind.    

At the end of the interview a copy of the consent form was given to participants with 

debriefing information and direction to get more information on epilepsy and this 

current research, if they wished. The researcher’s contact details (email address) 

were highlighted to all participants if they wished to make contact at any point 

regarding the research. 

The length of the interviews varied with the Kurdistan interviews lasting between 

9:16 to 29:39 (minutes: seconds), with mean time=15:08 and the UK interviews 

lasting between 7:47 and 24:51, mean time=18:07 (appendix 12).  

5.1.4. Ethical issues 

Prior to the commencement of data collection, ethical approval was gained from 

Brunel University Psychology Research Ethics Committee (Appendix 10.1).  

In order to help develop a rapport between the interviewer and interviewee, the 

participants were reassured at the beginning of the interview that the questions were 

not going to be intrusive and that the participants could end the discussion at any 

time if they wished. 

5.1.5. Data collection 

Qualitative research normally entails the researcher interviewing participants, 

usually face to face, or over the telephone or carrying out focus group analysis 

(Sturges & Hanrahan 2004). Interviews and focus groups are normally recorded and 

then transcribed, information is then analysed using the most appropriate method, in 

this case thematic analysis (Braun & Clarke, 2006). Semi-structured interviews were 

deemed the most appropriate to give participants the opportunity to share their 
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experiences in a safe environment. Furthermore, semi-structured interviews allow 

participants to elaborate on factors that affect them in their daily lives which can 

result in getting the most data for analysis. 

Data was collected by semi-structured interviews directly from participants. By 

using semi-structured interviews, the rigidness of questionnaires and surveys can be 

avoided as well as allowing more flexibility for the researcher to explore relevant 

topics as they emerge from the participants and for the participant to be able to 

elaborate on issues of importance (Smith, Harre, & Langenhove, 1995). 

5.1.6. Interview Schedule 

The line of questioning had to be appropriate across the UK and Kurdish participants 

as there was an element of the unknown as far as the Kurdish society was concerned 

due to the scarcity of research in this area. The interview schedule was developed 

following a review of the research that has previously been reported in the developed 

and some from the developing regions on the experiences of people with epilepsy. 

Questions had to be sensitive to the religious and cultural differences as values may 

differ between the two samples. The questions were open ended to allow participants 

to elaborate on their topics of interest. Questions such as ‘‘Tell me the circumstances 

around your diagnosis’’ and ‘‘How did you feel when you were first diagnosed?’’ 

were used. For this study, the interview schedule consisted of around 30 questions 

which were used as a guide during the interviews; a digital voice recorder was used 

to record the sessions and headphones to transcribe the data. 

The content of the questions were split into 3 parts (Appendix 10.3). The first section 

was on demographics, including age, occupation, and how long they had been 

diagnosed with epilepsy. In this section, the questions were quite generic to put the 

participants at ease and to build a trusting rapport between the interviewer and the 

participants. The second part was on diagnosis and their lives since their diagnosis of 

epilepsy, and availability of support from their families, friends and external 

organisations. The third section dealt with the types of support systems that 

participants felt worked better having to deal with an epilepsy diagnosis. Questions 
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regarding the societal acceptance of epilepsy were also enquired about, along with 

the type of advice they would give to a newly diagnosed person with epilepsy.  

The interview schedule was first written and approved by supervisors in English for 

the UK group and translated into Kurdish following correct guidelines of translation 

procedures by a native Kurdish speaker who was fluent in English for the Kurdish 

group (Vîlceanu, 2008). The guidelines available for translations are that the original 

text to be translated from the original language, which was English, into the chosen 

language, in this case Kurdish, has to be by a native speaker who is fluent in English. 

The interview schedule was then back translated following the same guidelines 

(Vîlceanu, 2008) in order to ensure that meaning was not lost according to published 

literature in this field (Cramer et al., 1998).  

5.1.7. Data Analysis  

Thematic analysis was used to analyse all interviews, this is a method where data is 

coded and themes are drawn from the data. Thematic analysis is the process by 

which themes are developed from data obtained from qualitative data collection such 

as interviews and focus groups (Braun & Clarke, 2006). This technique also allows 

for theme identification and sometimes, to be compared between groups (Clarke, 

Davies, Jenney, Glaser, & Eiser, 2005). This  procedure allows for individual as well 

as group traits to emerge and be accounted for (Ely, Vinz, Downing, & Anzul, 1997; 

Braun & Clarke, 2006). Braun and Clarke (2006) explain that thematic analysis is 

one of the foundations for qualitative research, and that one of its many benefits is 

that it’s flexible.  

All the interviews that were conducted in Kurdistan were then transcribed in Kurdish 

then translated into English for analysis by the author. The UK interviews were 

transcribed precisely and all the data was thematically analysed as described (Ely et 

al., 1997; Braun & Clarke, 2006) using the ten step system. This method of analysis 

is systematic and allows the researcher to follow guidelines as to not rush the 

procedure to allow for theme development as a gradual process (Braun & Clarke, 

2006). 
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The procedure of thematic analysis was used to analyse the data (Ely et al., 1997): 

step (1) was to read and re-read all raw data which was the transcribed interviews; 

(2) then writing down first ideas from each segment of the data on one side of the 

text; (3) making notes of provisional groupings on the other side of the text; (4) then 

going over steps 2 and 3 to filter groups; (5) categorising the data under the 

provisional groups which are formed as a result of steps 1-5; (6) the process is then 

to find precise links within the data of association within the transcribed texts; (7) 

then reading the outcome of step 6 and amend if needed; (8) then stating themes that 

have emerged from each participant and finding associations within and across 

groups; (9) incorporating the results from each participant; and finally (10) assessing 

all the results for any patterns and distinction. This procedure was followed for each 

participant’s data to ensure consistency and accuracy of the analysis used.  

5.1.8. Reflexivity 

Reflexivity is a chance for a researcher to acknowledge their own position in 

research and how human factors may influence responses from participants. It is 

impossible to eliminate all researcher influences; however, it is important to be 

aware of one’s own position in research (Nightingale & Cromby, 1999). 

Reflexivity entails that awareness from the researcher is essential to the contribution 

of producing meaning throughout the process of research, and also to understand the 

impracticality of complete objectivity in terms of the topic of study (Nightingale & 

Cromby, 1999).     

Reflexivity further demands acknowledgements of the researcher's own personal and 

professional reasons behind their choice of subject (Nightingale & Cromby, 1999). 

Here, the researcher’s motive for choosing the topic was brought on by her own 

interest in the research field and lack of available sources. Furthermore, being female 

and from a Kurdish background was evident to participants, especially in the 

Kurdish group as the spoken language was shared. Although, no obvious effects 

were noted, it is impossible to know the impact of these factors on the outcome of 

the research. As a result, the researcher was mindful to take note of these human and 
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other contributory factors, which may influence the process of data collection and 

analysis. 
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5.2. Results 

Table 3, below, presents the main themes and sub-themes extracted from the 

interviews conducted in the UK and Kurdistan. The themes present a picture of the 

experience of living with Epilepsy. Differences as well as similarities were observed 

within and between the two groups. 

The groups (the UK and Kurdistan) in this study were comparable in that all 

participants were diagnosed with epilepsy and over the age of 18. However, there 

were also differences in age and length of diagnosis. The age range for the 

participants from the UK group were 21 to 70, with a mean age of M= 49, whilst the 

Kurdish participants were aged 18 to 44, with a mean age of M= 26. The length of 

diagnosis was 1.5 to 63 years for the UK participants and 2 to 25 years for the 

participants in the Kurdish group. It is a possibility that the difference in the age 

range and length of diagnosis between the two groups could reflect the maximum 

age amongst the Kurdish participants due to the type of sampling used in this study 

(see chapter five, sub-section 5.1.3.1, pages 66-67).  

Table 3: Themes and Sub-themes Extracted from Data 

Main Themes Sub-themes 

1. Living with Epilepsy 1.1. Diagnosis 

1.2. Seizures 

2. Impact of Living with Epilepsy 2.1. Loss of Independence & Restrictions 

2.2. Lack of Control 

3. Adjustment  3.1. Causal Beliefs of Epilepsy 

3.2. Acceptance 

4. Coping 4.1. Illness Comparison 

4.2. Support 

5. Stigma 5.1. Concealment/Disclosure of 

Diagnosis 

5.2. Experience/Perception of Stigma 

 

5.2.1. Theme 1. Living with Epilepsy 

 

This theme has highlighted the experiences of those living with epilepsy in the UK 

and Kurdistan. Whilst there may be differences in how people with epilepsy live 
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with their condition, the results have highlighted observations of common 

characteristics, these are in the form of sub-themes which include Diagnosis and 

Seizures.  

5.2.1.1. Sub-theme 1.1:  Diagnosis  

Participants reported a variety of emotions associated with the diagnosis of epilepsy. 

Societal differences between the two groups were also evident. Most of the UK 

participants and half of the Kurdistan participants were included in this sub theme, 

nevertheless, the difference was very striking. Those from the UK group reported of 

the shock and disbelief of receiving the diagnosis and some wanted a second 

opinion. However, the Kurdistan participants almost appeared helpless and reported 

that they accepted the diagnosis of their epilepsy without question as it was ‘God’ 

given. Furthermore, the participants reported that they had no emotions associated 

with being diagnosed with epilepsy at all. Those who were diagnosed from an early 

age were too young to associate particular feelings to the diagnosis and only 

recognised the effects of their epilepsy once they were older and could understand 

what the condition meant for them, this was true across both groups.  

The first statement is from a participant from the UK group. The passage below 

shows the participant’s reaction to her diagnosis, which was initially denial, shock 

and disbelief and the demanding of a second opinion. This shows that the 

participants did not just accept the diagnosis, as did the Kurdish participants, but 

shows they wanted to be in control of their diagnosis and not the epilepsy. 

‘‘I was in shock, I was like ‘no you’re wrong, do something else, do another’, and I 

changed hospitals, I went to another, (Hospital 1), and the guy said, same diagnosis, 

I said ‘no’, ‘well no’ he said, he agreed.’’ (UK participant 8, page 8, lines 94-97) 

The Kurdish participant’s reaction, however, appeared to show no emotion when 

being diagnosed with epilepsy, but rather simply accepted the condition as ‘God 

given’. It is difficult to speculate on the reactions given by the Kurdish participants, 

some may be genuinely accepting of their condition because of their religious 

beliefs. However, some may be reacting this way because they are in denial due to 
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the social restrictions a diagnosis of epilepsy imposes and the level of stigma which 

is present in their society.   

‘‘I had no feelings, I said you know, its God given, sometimes God gives us 

illnesses.’’ (Kurdistan participant 3, page 2, lines 54-55) 

5.2.1.2. Sub-theme 1.2: Seizures  

This sub-theme appeared in both groups as seizures were part of the everyday life of 

those with epilepsy and stress was a major trigger, more so for the UK participants 

than Kurdistan participants. Eight of the ten UK participant mentioned stress as a 

seizure trigger while only three Kurdistan participants found stress to be a trigger for 

an epileptic seizure. Seven Kurdish participants were unsure of the triggers  of their 

seizures. Perhaps there was a lack of knowledge about epilepsy as a condition in the 

Kurdish group which may have meant that less attention was given to the triggers of 

the condition. 

The UK participant below made the observation that associated her seizures with 

environmental circumstances that she perceived as traumatic. The participant 

described her dealing with a traumatic event when visiting family which she believed 

caused her seizures to return after a considerable period of seizure freedom. This 

analysis puts the stressors of the return of her symptoms down to external factors, 

which were outside of her control.  

‘‘I do think the biggest trigger have been stress and it’s not the everyday stress you 

know these little things, but something a bit more substantial like what you carry 

constantly, [ …. …. ] they can be quite erratic sometimes and recently when I’ve 

been seizure free for a year or so I had a traumatic event and after I returned home I 

had two weeks of constant aura so we realised how easily they can return and so it 

seems that trauma in my life can bring it on.’’ (UK participant 5, page 4, lines 116-

128) 

Comments from the UK participant above show how ‘substantial’ stress brought 

about her seizures, not the daily struggles, for example, public transport or being 



76| P a g e  
 

annoyed by someone, but deeper issues possibly relating to family and the support 

system. In contrast, the Kurdish participants showed how the accumulation of many 

small stressful events, such as socialising and undertaking everyday chores, can 

bring about tiredness and stress which in turn can bring about a seizure. The passage 

below, from the Kurdistan participant, shows that most of the causes of her seizures 

were put down to physical exhaustion, and others down to external stressors. It also 

appears that the Kurdish participant was in constant anticipation of her seizures by 

associating most of her daily activities to experiencing a seizure. 

Stress was responsible on a number of occasions from participants from both groups 

as one of the biggest causes for seizure reoccurrence and some felt they had to 

restrict themselves on how much they could do and sometimes even give up some 

activities to avoid exhaustion. 

 ‘‘For me it’s a lot … if I have a headache I will have a seizure, if I stress about the 

smallest things, if someone says the smallest thing to me I get like that (experience a 

seizure), so if I am at a party and I get tired, or walking and I get tired, or when I do 

housework, just housework I get tired and I get like that.’’ (Kurdistan participant 7, 

page 3, lines 65-69) 

The UK participants were knowledgeable that not adhering to medication and 

leading an unhealthy lifestyle can act as a trigger for their seizures, as well as causes 

that are beyond the control of the individual, such as flashing lights, and other 

external factors. The UK participants appeared to be more in tune with the causes of 

their seizures compared to those in the Kurdistan group, as is shown in the quote 

below.  

‘‘Yeah, stress is a very big one, err obviously not taking pills, err tiredness, erm 

dehydration and flashing lights as well but not in the normal sense, a lot of epileptics 

they have flashing lights but I have strobe lights affect but strobe lights don’t affect 

me, if it were to be a normal light like it would be flashing on and off, constant, 

constant ray then that would affect me.’’  (UK participant 7, page 2, lines 57-63) 
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5.2.2. Theme 2: Impact of Living with Epilepsy 

A diagnosis of epilepsy affects those with the condition, and this theme shows the 

extent to which people with epilepsy feel they are restricted in their daily life. The 

UK group appeared more knowledgeable about their diagnosis of epilepsy and made 

a conscious decision to try and maintain as much of their daily activities as their 

conditions allowed. Nevertheless, they were also more in tune with the activities they 

may no longer be able to carry out. In this theme there are two sub-themes which are 

(2.1) Loss of Independence & Restrictions; and (2.2) Lack of Control, they are 

discussed below. 

5.2.2.1. Sub-theme 2.1: Loss of Independence & Restrictions 

Most of the participants from both groups recognised the restrictions they faced as a 

direct result of epilepsy and the diagnosis, which they felt affected their life. This 

sub-theme was common to both groups; however, there was a difference. Whilst the 

UK participants felt they were more restricted in practical tasks such as driving and 

swimming, the Kurdish participants felt they lost their social standing in the 

community and that their marriage prospects and social activities were affected.  

The restrictions experienced by a participant from the UK centred on participating in 

life with regards to work and social activities. The loss of a driving license is 

common with people with epilepsy in the UK, which can impose restrictions. The 

suddenness with which it occurs means that the ability to participate socially and as a 

productive member of society is restricted. This meant that participants had no 

option but to accept and adapt very quickly.  

‘‘At 23, I was working, I was driving, suddenly find that I lose my driving license 

err, [……] Err you know, working, driving, socialising it was more sort of you know, 

what sort of impact was it having on my life?’’ (UK participant 4, page 2, lines 42-

50) 

The Kurdish participant below felt defined by the physical and social restrictions she 

experienced as a result of her condition. The social differences are very clear in this 
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instance as for the UK participant it was more the loss of independence of the 

individual that is relevant and the practical activities that are limited, such as driving 

and career choice. For the Kurdish participant, however, it was more the effects a 

diagnosis has on the restrictions on social identity in the community and its effects 

on the family. It appears from the analysis that the participant felt the experience of 

seizures and a diagnosis of epilepsy affected her life negatively. The effects of 

epilepsy is that, in this case, the participant no longer wants to go out in case she has 

a seizure which is having a negative influence on her being part of her society.  

‘‘Sometimes, if I wanted to go somewhere, to travel, if I got ill health, if I wanted to 

go somewhere, for a picnic, for a visit, to go out, if I got ill health I couldn’t go even 

if I had got changed, I changed back saying ‘it’s better I don’t go’, most of the time 

I’ve gone and on the way I got it (seizure), those things are really 

upsetting.’’(Kurdistan participant 8, page 5, lines 139-144) 

5.2.2.2. Sub-theme 2.2: Lack of Control 

A big issue for people with epilepsy in both groups was the perceived lack of control 

with regards to the unpredictable nature of seizures. Most of the participants in the 

UK group and some of the participants in the Kurdistan group described how they 

felt restricted in their everyday life due to this lack of control. The ‘not knowing’ 

shows the unpredictable nature of epilepsy and when a seizure will next occur was a 

concern. The UK participant below stated that she would be happy to make 

compromises in order to help make the seizures stop or know when a seizure will 

happen next. This lack of control was an issue for most people with epilepsy.       

‘‘I think the not knowing (when seizures occur), and you don’t, not knowing how to 

control it either, [……..]which would be nice to know what contributes and I think 

not knowing and also just having one, it’s like ‘what did just happen?’’ (UK 

participant 8, pages 8-9, lines 289-299) 

The Kurdish participant below was referring to the dangers associated with the 

unpredictability of his seizures. He highlighted that the lack of control over the 

seizures he had experienced were not only upsetting but also very dangerous.  
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‘‘It was very upsetting because that illness, whether you say it or not it’s a bad 

illness, I mean you get it suddenly, you could fall in fire, a lot of times, sometimes 

I’ve even burnt, I would be standing up unaware then suddenly fall on stone or fire 

I’ve fallen on it. I mean those instances have been very upsetting.’’ (Kurdistan 

participant 8, page 2, lines 33-38) 

Lack of control was highlighted a number of times in both groups as a restriction on 

daily activities. Epilepsy is not a clear cut condition and it is difficult for physicians 

to prescribe the activities to avoid, as there are so many different types of seizures 

and triggers and this appears to be a very individual condition.  

5.2.3. Theme 3: Adjustment 

This theme shows the differences in approaches to the diagnosis of epilepsy. There 

are two sub-themes in this main theme, (3.1) Causal beliefs of Epilepsy; and (3.2) 

Acceptance. It is important to understand how a person diagnosed with epilepsy can 

adjust to the condition.  

5.2.3.1. Sub theme 3.1: Causal Beliefs of Epilepsy  

In order for participants to adjust to their condition, they felt a need to understand the 

reasons for how they came to have epilepsy. Some of the UK participants and most 

of the Kurdish participants gave some reasons for their diagnosis. The UK group had 

received information regarding the reasons for their condition from their doctors, 

such as a mother’s drinking whilst pregnant; one participant said ‘simply, 

meningitis’; and lack of oxygen when they were born was given by another. On the 

other hand, the Kurdish participants had less of an opinion as to what caused their 

epilepsy, the main cause of their diagnosis was believed to be associated with stress 

and trauma and one believed epilepsy had a genetic predisposition. 

For one UK participant below, the possible root of the cause of her epilepsy 

diagnosis had been explained to her by her doctors and this information appears to 

have helped her adjust to her condition. Having an explanation of the cause for this 

participant also eliminated personal responsibility of having a diagnosis of epilepsy 
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and through the extent of the explanation given to her by the medical profession has 

helped her deal with her symptoms more effectively. 

‘‘Erm, my mother drank a lot when she was pregnant with me and the doctors have 

said that that’s what probably has caused the scarring on my brain, which has 

caused the epilepsy, so [ … …. ] nothing I can do about it so I’m just going to have 

to carry on taking the medication and get on with it.’’ (UK participant 1, page 5, 

lines 138-145) 

The Kurdish participant below shows how the trauma of losing her brother when he 

was 12 may have contributed to the cause of her epilepsy. The diagnosis and the 

onset of epilepsy are singularly attributed to an emotional trauma that was 

experienced. The disappointment of false hope given to her by the medical 

professionals that the condition was temporary was clear.   

‘‘I had an accident, I mean my brother got run over by a car, he was 12 years old, I 

got it from that, when I got it I went to the doctors a lot, they kept telling me you’ll 

get better.’’  (Kurdistan participant 8, page 1, lines 22-24) 

The Kurdish participant below attributes that the cause of his epilepsy was ‘God’ 

given and he had no other explanations. 

‘‘This is something that God has given me, each person has a different illness, and is 

in agony with a different pain, but my pain is different to all the others pains.’’ 

(Kurdistan participant 5, page 4, lines 114-117)  

There is a difference in causal beliefs about epilepsy between the two groups; some 

participants from the UK were more informed regarding the causes of epilepsy in 

comparison to those in the Kurdistan group. Stress and trauma was one of the 

explanations given from participants from both groups, more so in the Kurdish group 

than the UK. More of the UK participants associated causes of epilepsy to physical 

abnormalities and explanations, whilst most of the Kurdish participants associated 

the causes of epilepsy to psychological traumas.   
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5.2.3.2. Sub-theme 3.2: Acceptance 

This sub-theme was also one of the categories where there was a difference between 

how those in the UK and Kurdistan group accepted their condition. Most of the UK 

participants accepted their epilepsy and would be quite clear that people diagnosed 

with epilepsy should strive to learn about their condition. However, most of the 

Kurdish participants were hoping for a cure rather than learning about their 

condition, and rationalised the diagnosis in a spiritual manner, usually mentioning 

the word ‘God’ in their acceptance of their condition. Acceptance was because one 

had ‘no choice’ but to accept the condition and they were hoping ‘God’ would take 

the illness away from them. 

The UK participant below acknowledges her epilepsy and that she has seizures, but it 

appears that she has no problems in accepting it as part of her life. The unpredictable 

seizures do not appear to affect her in a negative way as she continues with her life 

in a ‘normal’ way.   

‘‘It’s not that I think that I have nothing wrong but I sort of thought its part of my 

life, I have seizures and continue with my life and that’s about it, just part of, have a 

seizure continue with life, that’s erm, [ … …. ] there was this fuss around you which 

was unnecessary but it happened.’’ (UK participant 5, page 2, lines 60-67) 

Acceptance amongst the participants in the Kurdistan group was through spiritual 

means. The Kurdish participant below accepted his epilepsy but felt that he was 

waiting for ‘God’ to help him. The locus of control has been given to an external 

power source, ‘God’, and he hoped that ‘God’ took away his condition. It also shows 

that there is a certain feeling of helplessness attached to those in the Kurdistan group. 

They have been summoned with this condition, ‘God’ has bestowed onto them, 

almost like a gift and they have no power or control over what happens. It is almost 

like a special condition, that it is said to be a ‘different kind of pain’ or illness.  

‘‘Well mentally, I got happy with God and said ‘God I’m depending on you, I’ve now 

got this I have to tolerate it’, until God sends me protection, I have to be in charge of 

myself, be happy with myself and I can’t let it get to me so I don’t get worse, and get 
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other illnesses, I tried to control it rather than the illness controlling me.’’ 

(Kurdistan participant 8, page 4, lines 122-127)   

Spirituality appears to affect how a Kurdish person with epilepsy accepts a diagnosis 

of epilepsy and how they manage their condition. Acceptance of epilepsy by the 

person diagnosed appears to be more consistent with the UK participants than those 

from the Kurdish group. The UK group were more aware of the symptoms of their 

condition and how to best help themselves, for example, ensuring they were not too 

physically stressed and medication was adhered to, in contrast, participants in the 

Kurdish group were not as informed about their epilepsy.  

The statements from the Kurdish group generally appear that even with the presence 

of religion, accepting epilepsy was very difficult and their pleas were mainly to ask 

‘God’ to take away their illness showing that accepting an epilepsy diagnosis was 

difficult for those in the Kurdistan group.  

‘‘I would like a cure for this illness, a lasting cure that even those who get like that 

(have epilepsy) to be cured.’’ (Kurdistan participant 5, page 5, lines 155-156) 

‘‘I say ‘God please take this illness away from me and I don’t want anything else 

from the great God.’’ (Kurdistan participant 6, page 7, lines 223-225) 

5.2.4. Theme 4: Coping with Epilepsy 

Coping with a chronic condition such as epilepsy presents its challenges for those 

with the condition. This theme highlighted the factors that influence how people with 

epilepsy cope with their condition. This theme consisted of two sub-themes, (4.1.) 

Illness Comparison and; (4.2.) Support.  

5.2.4.1. Sub-theme 4.1: Illness Comparison 

A pattern where participants compared themselves to others which helped them to 

accept their condition better was apparent in the data. This comparison was uniform 

across both groups; however, it was more prevalent with the Kurdish group. Some of 
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the UK participants compared their condition to other disabilities whilst most of the 

Kurdish participants used their epilepsy and compared with others with the same 

condition but with different symptoms to aid their acceptance.  

The UK participant below used downward positive comparison and compared 

himself to someone worse off than him and felt better about his own condition as a 

result. He appeared to explain that not all types of epilepsy are bad, that ‘you don’t 

always fall to the ground’. This participant further explained that a diagnosis of 

epilepsy was not the worst thing to happen, and compared his own epilepsy to those 

with physical disabilities, and felt that these were much worse than having epilepsy.       

‘‘I mean there’s so many seizures, you don’t always fall to the ground and hurt 

yourself, you could have other types of seizure [… …. ] but don’t feel sorry for 

yourself, because there’s always somebody else worse off, erm, when if you watched 

the Olympic games, the Paralympics, all the people that have got sort of amputated 

limbs, I mean that’s far worse, that is.’’ (UK participant 10, pages 8-9, lines 277-

286) 

The Kurdish participant also used social comparison with someone worse off than 

him to make himself feel better as a result. This social and illness comparison 

happened in both groups, more so amongst the Kurdish participants than those from 

the UK. 

‘‘Sometimes I try and make myself feel better, I see someone disabled, blind or in a 

wheelchair, I make myself feel better, I talk to myself and say ‘look how he is, at 

least you walk with your own feet and your eyes are fine’ I make myself feel better 

with that.’’  (Kurdistan participant 2, page 8, lines 237-241) 

5.2.4.2. Sub-theme 4.2: Support  

This sub-theme showed a great difference between the participants from the UK and 

Kurdistan. The UK participants were comforted to know that they were surrounded 

by friends and family whilst they were having a seizure as they felt they received 

emotional support. The Kurdish participants reported being content with the physical 
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or practical support they received from those around them, rather than the emotional 

support. This included having their arms and legs held down, having a tissue inserted 

into their mouths to prevent injuries to their tongue, and having their eyes closed and 

foreheads held. There was a belief amongst the Kurdish participants that these 

actions can bring a person round from having an epileptic seizure. 

The UK participant below described the reassurance he felt having his mother 

present during his seizure, providing him with feelings of security whilst in a 

vulnerable state. This type of comment was made by many other UK participants 

showing that the importance of support lay in emotional rather than the physical 

approach.  

‘‘Ohh, well she was always just concerned that I was alright or one thing or another, 

when I immediately come round I was sort of, sort of too groggy and sort of out of it 

to sort of care, err it was that I knew mum was there and it was nice to know that 

your mum was there if you know what I mean, if you’re not feeling well.’’ (UK 

participant 4, page 6, lines 186-191) 

The Kurdish participant below described the help she received from her husband 

whilst she experienced a seizure, and although by European standards it is very 

dangerous to put anything in the mouth of someone during this state, she felt 

comforted that he put a ball of tissues in her mouth to stop her from biting, and this 

appears to be the support that she felt she needed. This sub-theme showed a great 

difference between the groups, as to how to support someone with epilepsy; this may 

also be due to the different expectations of support from family and friends which 

may be due to societal differences.    

‘‘But now my husband takes lots of tissue and put it in my mouth so I don’t bite, of 

course he was very good to me. It was lately that he discovered how to do it, err, 

then you have to hold on, I don’t know how, he says you froth at the mouth.’’ 

(Kurdistan participant 1, page 9, lines 274-279) 
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5.2.5. Theme 5: Stigma 

With a diagnosis of epilepsy come the perception and the experience of stigma, 

which can lead to emotional and psychological consequences. This theme shows the 

variety of changes that a person diagnosed with epilepsy goes through in order to 

still be able to function in a ‘normal’ society. This theme has provided two sub-

themes, (5.1) Concealment/Disclosure of Diagnosis and; (5.2) Experience/Perception 

of Stigma. 

5.2.5.1. Sub-theme 5.1: Concealment/Disclosure of Diagnosis 

There was a difference between the UK and the Kurdistan groups in this sub-theme, 

whilst the UK participants reported they were happy to share their condition with 

those around them, perhaps for support, especially if they were to spend more time 

with them, most of the Kurdistan participants would not disclose their epilepsy 

diagnosis, sometimes even after experiencing a seizure in front of others.  

This participant from the UK group felt comfortable for others to know of her 

condition and was happy to disclose to those around her. This was the case for most 

of the participants in the UK group, especially if they were to spend more time in 

others’ company, so they were aware in case they experienced a seizure. The UK 

participant below shows that there appeared to be no hesitation about informing 

those around her to know of her condition. And no thought is given to hiding her 

condition at all.    

‘‘Well everybody who knows me now knows, there wouldn’t be anybody who, and my 

medication is right out on display, my alarm goes off for me to take my medication 

so if I’m out with people in the evening my alarm will go off at 9 o’clock and 

everybody knows I would take my medication erm, …’’ (UK participant 2, page 7, 

lines 213-218) 

This Kurdish participant (below) had epilepsy for some years but had only disclosed 

to one of his friends and was adamant that he did not want anyone else to know but 

he could not explain the reason, just simply that he did not want them to know. He 
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later said that epilepsy is a bad word and people use it in a demeaning way. The way 

he explained his condition to his friend is almost as if he was ashamed to have 

epilepsy and perhaps the society he inhabits influenced this young person to 

associate his condition as a mark of shame.  

‘‘I had one friend and we came to the hospital at lunch time, we finished school and 

I said ‘come on, let’s go’ he said ‘what is it?’ I said ‘come on, let’s go and pick these 

medications’ he said ‘why?’ I said ‘it’s for this sort of illness’ I told him ‘I haven’t 

spoken about it to anyone and you don’t talk about it to anyone’.’’ (Kurdistan 

participant 5, page 5, lines 137-142) 

When prompted further regarding his epilepsy and who may know about it he stated: 

‘‘No, even with the relatives, the ones who may have found out is two of my uncles 

and one of my aunts, and my other uncles and other aunts don’t know.’’ (Kurdistan 

participant 5, page 6, lines 160-162) 

When asked why his response was: 

‘‘Because I don’t want them to know, I don’t want them to.’’ (Kurdistan participant 

5, page 6, lines 164-165) 

There is a very clear distinction between how a person in the UK deals with their 

epilepsy diagnosis compared to that in Kurdistan. Most of the UK participants see 

epilepsy as just another condition that needs awareness and medication and those in 

the Kurdistan group appeared to see it more as something to be hidden and did not 

want others to know.  

5.2.5.2. Sub-theme 5.2: Experience/Perception of Stigma  

This sub-theme invoked quite a lot of emotions in both groups, the UK and 

Kurdistan; however, the type of stigma they felt appeared to be different. While 

those in the UK reported feeling stigmatised because associations were made as a 

result of their age, from being young and mistaken for a drunk whilst having a 
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seizure on the street, to being older and being mistaken for a recovering alcoholic. 

The Kurdish participants felt mocked by others because of their condition and being 

made fun of because of their seizures. The stigma felt in the Kurdish group did not 

appear to be age relevant as it was in the UK group. 

The statement below was from a 21 year old female from the UK group explaining 

how she felt judged because of her epilepsy and her age. Although this quote could 

also support the lack of support she receives when she has a seizure, the point she 

was making in the interview was that people were making assumptions of 

intoxication due to her age rather than epilepsy.   

‘‘I don’t think a lot of people know about it, I think because I’m an adult now, 

everybody thinks I’m drunk or been drinking, that’s why I’m collapsed on the street, 

[ …. …. ] sometimes I have to go to hospital and a lot of people don’t even come up 

to me to check if I’m alright or ask ‘are you ok?’ they just walk past me thinking I’m 

one of those adults whose addicted to alcohol or something.’’ (UK participant 9, 

page 5, lines 138-149) 

The participant below from the Kurdistan group explains how she felt stigmatised by 

her work colleagues because of her epilepsy and how it affected her. The participant 

below is describing how her colleagues would talk about their other colleague who 

had epilepsy, but as the participant had epilepsy herself she took this personally. The 

idea of mocking is very obvious from the way the participant described her feelings 

of the need to conceal her condition. This participant said that although she had not 

been confronted with it, she was aware of the undercurrent stigma, which unsettled 

her. It almost sounds like her work colleagues were accusing her other colleague of 

purposely having a seizure, that the individual had control over the seizures and can 

somehow bring it on themselves.   

‘‘No one has told me face to face, but that lady who had epilepsy she wasn’t at 

work,[ … … ]  her husband wanted to remarry, not because that woman is bad, he 

just said he liked to have two wives, they would all say ‘why shouldn’t he remarry, 

12 months in a year he has to take care of this woman until she comes to’, seriously 
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those talks are very hurtful. It’s true she wasn’t there but I have feeling, it’s hurtful. 

It’s very difficult.’’ (Kurdistan participant 4, pages 8-9, lines 282-291) 

The Kurdistan participant below is associating having epilepsy to the anticipated 

stigma that may follow. He is describing having epilepsy as a ‘discrediting’ factor to 

himself and worries that people will discredit him as a result of his condition. The 

Kurdish participant is also describing felt stigma. The personal shame attached to 

having a condition such as epilepsy.       

‘‘It’s just nice, it’s nice for people to have a healthy body and with people appears to 

have a healthy body not fall among people and have seizures, and soon people will 

say, and if they see you anywhere they look at you differently because that’s how it is 

in our country.’’ (Kurdistan participant 2, page 5, lines 137-141)  
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5.3. Discussion 

This research was carried out to understand the experience of living with epilepsy 

from two different societies. Five main themes developed from the data which were 

(1) Living with Epilepsy; (2) Impact of Living with Epilepsy; (3) Adjustment; (4) 

Coping and; (5) Stigma, each with two sub-themes.  

The first theme, (1) Living with Epilepsy, and sub-themes included (1.1) Diagnosis 

and; (1.2) Seizures. The first sub-theme, (1.1) Diagnosis was noted to be different for 

both groups. A diagnosis of epilepsy affects every part of a person’s life and the 

changes are very sudden (WHO, 2010; ILAE, 2014). Whilst those in the UK sample 

strived to understand, and in some cases get a second opinion, those in the Kurdish 

group were accepting of their condition without hesitation. Kurdish participants 

rationalised their epilepsy diagnosis in a spiritual manner, usually mentioning the 

word ‘God’. This type of acceptance of diagnosis affected their behaviour in a way 

they appeared to have been defeated until ‘God’ took away the condition from them. 

This may due to the religious beliefs held in that culture or how serious they feel 

their condition was; this is in line with studies that indicate that religious and 

spiritual beliefs help with accepting an epilepsy diagnosis (Ismail et al., 2005). This 

study confirms that religious beliefs may have contributed to the acceptance epilepsy 

amongst the Kurdish society.  

The second sub-theme, (1.2) Seizures are one of the symptoms of epilepsy that many 

people with the condition struggle with and has been linked with poor quality of life 

(Guekht et al., 2007). The UK participants ensured that they were aware of the 

causes that may increase seizure frequency, such as avoiding their triggers; however, 

this was not apparent from the Kurdistan group. Stress was mentioned as affecting 

seizure across both groups but more so in the UK group than those in the Kurdish 

group, the majority of the Kurdish participants stated that they were unsure of the 

causes that brought on their seizure. It is suggested that seizure freedom is necessary 

for improvements to be observed in quality of life of people with epilepsy (Birbeck, 

Hays, Cui, & Vickrey, 2002).  
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The second main theme was, (2) Impact of Living with Epilepsy and consisted of 

two sub-themes. In the first sub-theme, (2.1) Loss of Independence & Restrictions, a 

clear difference was noted in that while the UK participants felt they were more 

restricted in practical tasks such as driving (Jacoby & Austin, 2007) and swimming, 

the Kurdish participants felt they lost their social standing in the community and that 

their marriage prospects and social activities were affected (Jacoby et al., 2008). 

Participants from both groups recognised the restrictions they encountered as a direct 

result of epilepsy and their diagnosis, which they felt affected their life. This 

resonates with the suggestion of the direct and indirect effects of epilepsy, as 

proposed by Bishop and Allen (2003). It appears that the Kurdish participants refer 

to the indirect effects of epilepsy, while the UK participants raised the direct effects 

as being the main factor in its effects. The second sub-theme, (2.2) Lack of Control, 

was shown to be consistent with both groups and the uncontrollability and the not 

knowing when a seizure occurs was a problem for those with epilepsy. No social 

differences were noted here between the two groups as the lack of control of seizures 

affected all people with epilepsy, as previously noted (Devillis et al., 1980; 

Velissaris et al., 2007; Mikulincer, 2013). 

The third main theme was, (3) Adjustment and consisted of two sub-themes. 

Participants from both groups wanted to understand the cause of their condition (3.1) 

Causal Beliefs of Epilepsy. Some of the participants from both groups suggested 

reasons for their condition. However, whilst the UK group based their beliefs about 

the cause of their epilepsy on medical advice given to them (Angus-Leppan, 2008) 

those in the Kurdish group mostly put the condition down to stress and trauma, 

possibly due to the unavailability of technologies for an in-depth diagnosis (Birbeck, 

2010). It is a possibility that by the UK participants having medical advice about the 

cause of their epilepsy could help better adjust to their condition, as it has been 

suggested that better knowledge leads to better adjustment as shown in people with 

diabetes (Jerant, Friederichs-Fitzwater, & Moore, 2005). Stress and trauma were 

highlighted by a number of participants from the Kurdistan group as a cause of an 

epilepsy diagnosis and continued seizure episodes, this may explain the high 

numbers of diagnosis in the developing countries which has been claimed (WHO, 

2010). Although, stress was mentioned more by the UK participants as a trigger 
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rather than a cause compared to the Kurdish participants, who associated stress as the 

main cause of a diagnosis. Participants in the Kurdish group did not have the 

available literature or resources in order to be able to understand the individual 

causes of epilepsy, such as scarring and head trauma which can be given through 

further tests using MRI and CAT scans, which are not available in this area of the 

developing countries (Birbeck, 2010). 

The (3.2) Acceptance sub-theme was very different between the two groups.  The 

UK participants were able to ask questions of their doctors and find information 

regarding their condition, however, the Kurdish participants accepted their condition 

because it was from ‘God’ and did not enquire or investigate further. In this research, 

participants who were less resourceful tended to feel they had no control over their 

epilepsy (Rosenbaum, 1984), in this case those in the Kurdish group. However, the 

participants from the UK group were more proactive in getting information 

regarding their condition. There was a very clear cut distinction between the two 

groups and this requires further investigation. Regardless of acceptance, having a 

diagnosis of epilepsy affects a person’s life, the effects will depend on how much 

restriction is imposed on the person (WHO, 2010). 

Some aspects of this research finding were in line with other reported studies 

concerning acceptance of an epilepsy diagnosis as reported by Mirnics et al. (2001) 

which proposed that the role of family is very important in accepting and coping 

with a diagnosis of epilepsy, this was shown in the present study across both UK and 

Kurdish groups. However, because of the societal structure, the Kurdish participants 

were much more reliant on spiritual and religious beliefs to accept their diagnosis 

and help with coping with their condition as seen in other studies (Ismail et al., 

2005).  

Gourie-Devi et al. (2010) stated that having religious beliefs may help people with 

epilepsy manage their condition and feel they have control over their condition. 

Although with the UK participants, religion and spiritual beliefs did not play a part 

in how they accepted their epilepsy diagnosis. Those in the Kurdish group, however, 

relied heavily on their religious and spiritual beliefs to explain their diagnosis, but 
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this did not necessarily mean better seizure management and control of their 

symptoms. Previously, religious beliefs have been associated with less symptom 

severity and better quality of life in cancer patients. However, it was reported that 

general well-being overrides religious or spiritual well-being when looking at quality 

of life (Laubmeier, Zakowski, & Bair, 2004). Spiritual beliefs tended to help the 

participants in the Kurdish group see epilepsy as a ‘gift from God’ and that there was 

no choice in whether they accepted it or not, nevertheless, this did not equate to 

better coping or quality of life.  

The fourth main theme was (4) Coping with two sub-themes.  The first sub-theme, 

(4.1) Illness Comparison, was shown to be consistent across both groups, although 

more prevalent within the Kurdish participants. The UK participants made 

comparisons with different disabilities whilst the Kurdistan participants made 

comparisons within different symptoms of epilepsy as well as other illnesses. It has 

been found that illness comparison has been positively correlated with self-esteem 

and negatively correlated with depressions (Dagnan & Sandhu, 1999). Coping with 

epilepsy is an important factor in people with the condition as it can have a 

detrimental effect on the quality of life (Kumari et al., 2009).  

The second sub-theme, (4.2) Support, showed a difference in the type of support a 

person received during a seizure. The Kurdish participants wanted support to be 

more physical, such as holding down their arms and legs, closing their eyes and 

holding their forehead in the hope that the person experiencing the seizure to come 

around out of their episode. It has to be noted that many decades ago advice from the 

medical professionals in Western societies may not have been too different, but as it 

stands today, with the amount of knowledge surrounding neurological conditions this 

is not the case (Temkin, 1994). In contrast, the UK participants were happy with 

emotional support, such as knowing someone was present when they experienced a 

seizure. The difference may be due to the fact that the two groups differ socially or 

the misconceptions that are held by those with epilepsy (Kumari et al., 2009) impact 

on the type of support they require. People with epilepsy are more aware of the ‘dos’ 

and ‘don’ts’ of the condition in the Western societies and it appears as though 

modern information on epilepsy has not travelled to these parts of the world as yet 
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(WHO, 2010). This may be due to the lack of research in the developing countries, 

and especially the Kurdish region of Iraq due to political instability (Meho & 

Maglaughlin, 2001).  

The fifth main theme, (5) Stigma consisted of two sub-themes. The first sub-theme 

(5.1) Concealment/Disclosure of Diagnosis, showed a difference between the 

comments made by the participants from the two groups on whether those with 

epilepsy disclosed their condition or not. In the Kurdish group, participants reported  

not wanting to disclose their condition, and were proactive in its concealment; this 

may be fuelled by the perception that due to the misconceptions of society others 

may want to stay away from them (Kleck et al., 1968). This anticipation of stigma 

associated with misconceptions could persuade those with epilepsy to conceal their 

condition (Kleck, et al., 1968; Schnieder & Conrad, 1980; Joachim & Acorn, 2000).  

An individual’s identity, in any given society, is created differently depending on 

where people live in the world, as the person is shaped by the experiences and 

expectations of their environment (Goffman, 1969). The concept of being 

‘discredited’ for having epilepsy is apparent from the results (Goffman, 1963). It 

appears that, although the UK participants reported being stigmatised because of 

their epilepsy, they were not completely devalued as members of society. Amongst 

the Kurdish participants, however, the fear of being looked down upon and not being 

treated as a ‘normal’ in their society impacted on whether they disclosed their 

condition or not. As the perception of ‘normal’ is maintained, the individuals with 

epilepsy can still be credible members of their society (Goffman, 1963). Amongst 

the Kurdish participant, in order to continue being ‘credible’ or valued members of 

their society, the decision was taken to conceal their condition. For the Kurdish 

person with epilepsy, it is not only about the career they would be denied, but also 

being a counted and respected member of their society. Maintaining normality in 

society, also protects others (family and friends) being associated to a stigmatising 

condition, where associations between the credible and the discredited are ‘spoiled 

interactions’ (Goffman, 1963). 
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Those in the UK group, however, appeared more able to disclose freely, usually as 

they felt it in their best interest, especially if they were to spend more time with those 

around them. It may be that the participants in the UK group felt that the 

environment was accepting of their condition which encouraged ‘coming out’ 

(Schnieder & Conrad, 1980). Different beliefs about epilepsy or simply the lack of 

knowledge available to people may also affect whether people can disclose or 

conceal their condition. The members of the UK society  are free from social 

restrictions and familial obligations which could take away  the negative impacts 

concerning  stigmatising conditions from others in society  (Kashima et al., 1995).  

The second sub-theme, (5.2) Experience/Perception of Stigma in epilepsy has been 

highly reported and  is widespread in all societies and that there is a great need to 

further understand this phenomenon, especially in the Middle-East region (WHO, 

2010). Descriptions of felt and enacted stigma were seen among the UK participants 

(Scambler & Hopkins, 1990; Scambler, 1993; Jacoby & Austin, 2007). One 

participant in particular from the UK group described what is known as 

institutionalised stigma as suggested by Jacoby and Austin (2007), where he felt that 

his previous employer had not taken the type of epilepsy he had into consideration 

and so this had made him conceal his epilepsy from his current employer. The 

anticipation of stigma affects peoples’ decision as to whether epilepsy remains a 

secret condition or it is disclosed (Schnieder & Conrad, 1980). It is evident from the 

results  that a person with epilepsy in the Kurdistan group felt  pressured to keep 

their diagnosis hidden and, possibly,  it was the anticipated stigma which aided the 

concealment of their epilepsy (Kleck, et al., 1968; Schnieder & Conrad, 1980 and; 

Joachim & Acorn, 2000). 

This research has shown that there are differences between the impacts of society on 

how people understand their epilepsy. It is important to highlight that where a person 

with epilepsy lives has an effect on stigma and perceived stigma and ultimately 

quality of life (Tekle-Haimanot et al., 1991; Doughty et al., 2003; WHO, 2010; 

Shehata & Mahran, 2011; Abdulla, 2014). The way a person with epilepsy goes 

about their daily life is affected by how that particular society view their condition 

and this can sometimes change the course of a person’s life  (Fernandes et al., 2008; 
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WHO, 2010; Ahmad, 2011). For example, in the UK sample having a diagnosis of 

epilepsy would mean legislative restrictions, such as a driving ban and career choice 

(Jacoby & Austin, 2007), for the Kurdish group it would mean whether a person has 

a place in society and social settings (Jacoby et al., 2008; Hosseini et al., 2010).  

This study was not theory driven; however, the results do support existing theories in 

this area. These results are in support of the Hidden Distress Model, suggesting there 

are different types of stigma experienced by the participants in the study; these are 

felt and enacted stigma (Scrambler, 1989). This model explains that certain 

characteristics about a person would cause others to have negative attitudes towards 

the person with the stigmatising condition or characteristics. It appears that the UK 

participants reported more on the enacted stigma whilst with the Kurdish participants 

it was felt stigma that was highlighted the most. Katz (1981) suggested that there is a 

distinction between a stigma that is known and one that is hidden from knowledge. 

In this research it appeared that the difference was quite clear, the type of stigma 

reported  by the UK participants were  different to that experienced by the Kurdish 

participants. Different types of stigma, felt, enacted, institutional and individual, 

were reported by participants across the two groups, however, felt stigma was 

reported mainly by the participants in the Kurdish group, and evidence of enacted 

and institutionalised stigma was reported mainly by the UK participants. The 

concept of felt and enacted stigma is very similar in its reference to the direct and 

indirect effects of epilepsy (Bishop & Allen, 2003). The direct effects of epilepsy 

would be enacted stigma, and the indirect effects would be felt stigma. This study 

has shown support for both these theories where the UK report the direct effects and 

the Kurdish participants report the indirect effects of epilepsy.  

This research has  uncovered information where the Kurdish society is concerned 

and also the different types of stigma present in both the UK and Kurdistan groups. 

The current findings are in line with the study reported by Fernandes et al. (2004) 

stating that stigma is   a result of lack of knowledge and this can sometimes be 

concurrent with offensive behaviour. This was observed amongst participants in the 

Kurdish group who reported the term ‘epilepsy’ was associated with demeaning 

character or behaviour. It appears that stigma in the Kurdish culture is also teamed 
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with offensive or disrespectful behaviour, as previously proposed (Fernandes et al., 

2004). The UK participants, however, experienced stigma in the way that they felt 

institutionally and individually stigmatised (Jacoby & Austin, 2007), for example, a 

young girl’s seizure being associated with a drunken behaviour because of her age.  

As mentioned above, where a person lives in the world affects others’ perception of 

epilepsy, and the  stigma they have about  the condition (Fernandes et al. 2008). This 

is where the society that individuals live can play a role in how some conditions are 

viewed and whether or not the illness or condition is acceptable to that culture. In the 

UK people are more independent and are expected to count in society individually 

and prefer to be left alone to be getting on with things (Kashima et al., 1995; 

Veenhoven, 1999). The Kurdish society, however, is more about family, community 

and tradition, and the role a person plays in a family very much affects others’ 

perception and the role of family in that society (Meho & Maglaughlin, 2001). 

Family and the community play a greater part in an individual’s life in the Kurdish 

culture (Meho & Maglaughlin, 2001). This difference in society could also be 

suggestive of the effect of epilepsy on a person with the condition. In the UK, the 

effect of epilepsy could be associated with the individual with the condition and it 

may not negatively affect others in the family. However, the effect of epilepsy on a 

Kurdish person could have a ripple effect on the family and their place in their 

community.  

The results of this study are in line with some aspects of other reported studies; 

however, as this study was unique in that there is no reported literature in this area of 

Middle-East to the author’s knowledge, it is unclear how the results of this study will 

be utilised. These findings, once published, will find be a good foundation  in the 

available literature and contribute to knowledge in this area of research. In 

conclusion, this study has found that seizures impact greatly on people with epilepsy 

and that disclosure is possible with a supportive environment. This study has also 

found that the concept of spirituality may require additional investigations to 

highlight its effects on accepting a chronic condition, such as epilepsy, and whether 

spiritual beliefs in Kurdistan can help with better management of the condition. 

Furthermore, it has been found previously that social support has been linked to 
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better illness management (Gallant, 2003); however, social support  does not appear 

to be available for those with epilepsy in Kurdistan. Further findings include the 

types of stigma present in the UK and Kurdistan, which appear to impact the lives of 

people with epilepsy and their families.  

The findings of this study have highlighted that psychosocial issues, such as 

adjustment, coping and stigma are factors associated  with a diagnosis of epilepsy. 

Stigma has been one of the main themes that have emerged and appears to be 

different depending on the group the participants were from. Furthermore, stigma 

has been previously found to affect quality of life (Jacoby, 2002; Whatley et al., 

2010; Ahmad, 2011), and this will be further explored in the next study where 

predictors of quality of life in people with epilepsy will be investigated. 

This study was not without its limitations, whilst the UK participants were happy to 

elaborate during the interviews; the Kurdish participants were less forward in their 

role in the study. As the Kurdish culture is restrictive to individuals and other 

people’s perceptions are very important, generally there are restrictions on whether 

they are able to disclose their condition and whether they can talk freely. For this 

purpose the interviews conducted in the Kurdish group were almost always shorter in 

time compared to the UK interviews.  

Another limitation to this study was that some of the participants in the Kurdish 

group were uncomfortable talking about their condition which resulted in a restricted 

data collection. Participants in the Kurdistan group did not always want to elaborate 

on issues surrounding epilepsy or their coping mechanism. Also, to bring the 

interview to a more positive state of mind, it was posed to the participants the 

question of their future hopes and dreams, this was met with much dissatisfaction 

and defensiveness and answered with statements like ‘of course I have hopes and 

dreams, just like anyone else’. This was at the beginning of the data collection for 

the qualitative study, and the decision was made not to end on that note, instead it 

was decided to let the interviews come to a natural close.  Nevertheless, this study 

was essential for the progress of knowledge of epilepsy in this area of the developing 

countries and also in the UK.   
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Chapter 6: Quantitative Study of People with Epilepsy  

This chapter presents the first  quantitative study, the study of people with epilepsy 

in the UK and Kurdistan. The purpose of this investigation was to explore the 

predictors of quality of life of people with epilepsy. This chapter will present the 

method section, followed by the results. The results will be analysed  for all the 

participants in the study collectively. The participants will then be separated by  

group (the UK and Kurdistan) checking for shared similarities as well as differences. 

This chapter will end by discussing the findings in relation to published literature 

and recommendations for further research. 

Knowledge of epilepsy is more advanced in Western Societies and an awareness of 

the factors affecting a person with the condition, which impacts on the quality of life 

of people with epilepsy, is better known compared to those in the developing 

countries (WHO, 2010). Research in the area of epilepsy in people with the 

condition in the developing regions is limited in its availability (WHO, 2010) 

especially in Kurdistan, Northern Iraq highlighting the need for further research.  

The results from the previous study (chapter 5) showed that the participants were  

affected by  their epilepsy. Stigma, one of the main themes in the previous chapter,  

has been previously associated with quality of life (Jacoby, 2002; Whatley et al., 

2010; Ahmad, 2011). In chapter five, it was also clear that there was a difference 

between the types of stigma participants reported depending on the group they 

belonged to (the UK and Kurdistan). Stigma has been previously associated with 

lack of knowledge in some societies (WHO, 2010). Furthermore, stigma appears to 

depend on where in the world a person with epilepsy lives (Fernandes et al., 2004). 

The present study will aim to compliment the previous study (chapter five), in that it 

will look at the difference in the two societies in relation to the knowledge held by 

the participants, the stigma they report and whether this affects their quality of life. 

Other factors, such as seizure severity, perceived illness seriousness and depression 

will also be considered. 
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The overall purpose of this research is to  explore perceived stigma people with 

epilepsy report and how this impact on their quality of life, and whether this 

experience is different for those living in the UK compared to those living in the 

Kurdistan region.  

The hypotheses that will be tested in this chapter will be: 

1. Based on previous literature, it is expected that seizure severity has a 

negative impact on quality of life; it is therefore hypothesised that  

participants in this study who scored high on the seizure severity scale will 

have reported  significantly poorer quality of life. 

 

2. It is predicted that participants in this study scoring high on the perceived 

illness seriousness scale will have reported significantly poorer quality of 

life. 

 

3. It is hypothesised that the participants in this study from the UK group will 

have reported significantly better  quality of life  compared to the participants 

in the Kurdish group. 

 

4. It is predicted that the Kurdish group will have significantly lower scores on 

the knowledge of epilepsy measure compared to the UK group. 

 

5. Those in the UK group will have scored significantly lower on the perceived 

stigma scale compared to those in the Kurdish group. 

 

6. It is predicted that the UK group will have scored significantly lower on the 

depression scale compared to the Kurdish group. 

 

7. It is hypothesised that participants with epilepsy living in Kurdistan will 

report a significantly poorer quality of life compared to the participants with 

epilepsy in the UK group. 
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6.1. Methods Section 

6.1.1. Design 

A statistically measurable  design was used to test the hypotheses in this study and to 

measure the relationship between the predictor variables and quality of life. This 

type of  design looks at the response from a group of individuals  identifying similar 

trends and tests for significance in relationships (Yaremko, 1986). Additionally, a 

quantitative design is theory driven, meaning that the hypotheses were based on 

reported literature in this area of research (Creswell, 2013). Furthermore, a 

quantitative methods design is an objective method of collecting data from a large 

group (Creswell, 2009, 2013).  

6.1.2. Participants 

The participants in the  Kurdish group were recruited from Neurology clinics (state 

and private), pharmacies (as patients came in to fill their prescriptions for their 

epilepsy medications) and some from personal contacts. Questionnaires were only 

accessible in paper format due to the limited availability and access to technology. 

The UK participants were recruited from the Epilepsy Action weekend conferences, 

parents from primary schools and Brunel University notice boards. Kurdistan 

participants were all born and living in Kurdistan; the UK participants were 

controlled for a minimum of 5 years residence in the UK to be eligible to participate, 

however, out of 84 participants 74 were born in the UK. Other inclusion criteria were 

that participants were over the age of 18 and had been diagnosed  with epilepsy.  

6.1.3. Ethical Issues 

Ethical approval was received from Brunel University Psychology Research Ethics 

Committee (see also chapter 5, section 5.1.7, and Appendix 10.1) and from the 

Neurology Hospital in Sulaimania (Appendix 10.2). 
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6.1.4. Measures 

The variables measured were age, gender, knowledge of epilepsy, perceived illness 

seriousness, depression, seizure severity, perceived stigma and quality of life. The 

questionnaires used in the study were the same in the UK and Kurdistan groups; 

however, those used in the Kurdistan group were translated into Kurdish, Sorani 

dialect. To ensure reliability of the translated items, the Kurdish text was then back 

translated (Brislin, 1970, Harkness, Van de Vijver, & Mohler, 2003) into English to 

confirm meaning was not lost. A native Kurdish speaker translated the measures and 

items into Kurdish and was back translated by another native speaker from Kurdish 

to English. This process was carried out for the entire questionnaire as a whole, 

including instructions and demographic information. The process adopted in this 

study is also reported by Cramer et al. (1998) for translation and back translating of 

the QOLIE-31. 

All questionnaires started with ‘‘Hello, thank you for agreeing to take part in this 

questionnaire. The following questions are about you, please answer as truthfully as 

you can. There is no right or wrong answer, I am only interested in your views.’’ The 

demographic section, then followed which asked for information including age 

(measured continuously), gender, occupation, highest educational qualification, 

country/town of birth, country/town of residence (if different from birth), time at 

place of residence, ‘‘Have you been diagnosed with epilepsy?’’, and ‘‘When were 

you diagnosed with epilepsy?’’. Some of these were open text where participants 

could add their own information, and for other questions options were given for 

selection (see Appendix 10.9). The next section was the Knowledge of Epilepsy 

(Doughty et al., 2003), then Seizure Severity scale (Scott-Lennox, Bryant-Comstock, 

Lennox, Lennox, & Baker,  2001), Perceived Stigma (King et al., 2007), Brief 

Illness Seriousness Perception (Broadbent, Petrie, Main, & Weinman, 2006) 

Depression scale (Radloff, 1977) and Quality of Life (Cramer, Perrine, Devinsky, & 

Meador, 1996).  
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6.1.4.1. Knowledge of Epilepsy  

The Epilepsy Knowledge Questionnaire (EKG) by Doughty et al. (2003) was the 

first measure used after the demographics section and contained 34 items. The items, 

for example, ask questions about the medical characteristics of epilepsy. This 

measure contained 19 true statements and 15 false statements. The participants were 

given instructions before the start of this section and read ‘‘The following statements 

contain information about epilepsy, please decide whether you think the statement is 

TRUE or FALSE and tick accordingly.’’ Each item was a statement. For example, 

the first item stated: ‘‘Epilepsy is always caused by brain damage’’, and the choice 

to be selected by participants was either ‘‘True’’ or ‘‘False’’. In this case the correct 

answer is ‘‘False’’ so participants who ticked ‘‘True’’ were given a score of ‘0’ and 

for those who ticked ‘‘False’’ were given a score of ‘1’. The rating scale used in 

SPSS was Nominal for this measure as the answers were True/False, which were 

computed as ‘0’ for incorerect answers and ‘1’ for correct responses. In total, there 

were 32 missing items between all participants. As there were no instructions from 

the authors as to how to deal with missing data, the decisions was taken to insert ‘0’ 

for each missing item in SPSS. The answers were then calculated by adding all the 

correct answers to reach a final score, and this figure was then used for further 

analysis. The higher participants scored in this measure the better the knowledge of 

epilepsy.  

6.1.4.2.Epilepsy Seizure Severity  

The Liverpool Seizure Severity Scale 2.0 (Scott-Lennox et al., 2001) was used to 

measure seizure severity which was the second measure to be used in this study. The 

internal reliability using Cronbach’s alpha was between α = 0.66-0.87. The 

instructions given were ‘‘The following questions are on how often you experience 

symptoms of epilepsy. Please read the following questions and tick on the scale 

where it is most true for you.’’ and ‘‘Please complete the following questions 

thinking about the most severe seizure you experienced during the past 4 weeks.’’ 

The first two items inquired about how often the participants experienced seizures, 

and the second item asked how many seizures they had experienced in the past 4 
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weeks, if they had not experienced any seizures, they would be required to put ‘0’ in 

the space provided. The next 12 items were asking participants to state how long it 

would take for them to recover after a seizure. For example, item 12 stated ‘‘After 

my most severe seizures I can normally return to what I am doing in:’’ and the 

options for participant choice were ‘Less than 1 minute’, ‘Between 1 and 5 minutes’, 

‘Between 6 minutes and 1 hour’, ‘1 to 2 hours’ and ‘More than 2 hours’. Participants 

had between four to six options to choose from for each item. From the measure, 

items 1, 3, 4, 6, 7, 8, 9 10 and 11 were reverse coded on SPSS so that higher values 

reflect more seizure severity. From items 3-14, if the response from participants had 

4 or more missing items, they were to be assigned a missing score. If the missing 

responses were between 1-3 missed items, according to the instructions given by the 

authors, an average of the non-missing responses from 3-14 was to be used for the 

missing items. The rating scale used in SPSS was Interval for this measure and 

responses from participants were computed, from 1-5 or 6, according to the 

indications made by the participants depending on the item. In total there were 23 

missing items from the questionnaires which were calculated using the procedure 

above. The data were then calculated by using the scoring instructions from the 

authors and further analysis was carried using SPSS. After reverse coding, the 

calculations were to add the responses from 3-14 ⁄ 40 × 100, to give a score ranging 

from 0-100.    

6.1.4.3.Perceived Stigma 

Perceived Stigma (King et al 2007) was the third section of the questionnaire and 

contained 28 items. Cronbach’s alpha was used to measure the internal consistency 

which was α = 0.87. In this study the reliability for this measure using Cronbach’s 

alpha is α=.80, for the UK group α=.88, and the Kurdistan group α=.45 but increases 

to α=.533 with the deletion of item 23. Instructions to participants were ‘‘Please read 

the following statements and tick on the scale where you feel you most 

agree/disagree with the statement.’’ For example, item five read ‘‘I worry about 

telling people I receive epilepsy treatment’’ and the options for participants were 

‘Strongly agree’, ‘Agree’, ‘Neither agree nor disagree’, Disagree’, and ‘Strongly 

disagree’ and were required to pick one of the given preferences. From this measure 
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items 3, 4, 7, 10, 14, 15, 19, 23 and 24 were reverse coded in SPSS as those items 

reflected a positive view rather than stigma. The rating scale for this measure was 

interval and computed into SPSS from 1-5, depending on participants responses. 

There were 23 missing items from the participant responses overall. As there were 

no instructions from the authors, after reverse coding, the missing items were given a 

score of ‘0’. The data were calculated by adding the scores from each item to reach a 

final score. In this scale higher scores indicated higher levels of perceived stigma.  

6.1.4.4.Illness Seriousness Perception  

Brief Illness Seriousness Perception (Broadbent et al., 2006) was the fourth section 

in this study. Reliability was checked using test-retest at 3 and 6 week intervals 

which is reported between r=0.42–0.75. Instructions given to participants were ‘‘The 

following questions are on the how epilepsy has affected your life. Please circle the 

number that best corresponds to your views:’’, which was for items one to eight, an 

example of item one was ‘‘How does your epilepsy affect your life?’’ and the 

options available were ‘‘No affect at all’’ to ‘‘Severely affects my life’’ with scoring 

from ‘0’ to ‘10’. With items measuring consequences, timeline (how long the 

participant thinks they will have epilepsy), control over epilepsy, control over 

epilepsy with medication, symptoms of epilepsy, concern over their epilepsy, 

participants’ understanding of their epilepsy, and the emotional experiences of 

epilepsy (Broadbend et al., 2006). Item nine required participants to state the cause 

of their epilepsy and were asked to rank in order of importance, the instruction for 

this item was ‘‘Please list in rank-order the three most important factors that you 

believe caused your epilepsy,’’ ‘‘The most important causes for me: -’’ and were 

given three lines to write what they thought caused their epilepsy. All preferences 

were listed from all participants and qualitatively analysed using content analysis 

(Hsieh & Shannon, 2005) and put into categories that was then put into SPSS as 

categorical data for analysis. Scores for items 1-8 were calculated using the value 

selected by each participant for each item, the higher the score the more serious 

participants felt about their condition. The rating scale used was interval and 

computed in SPSS using scores from 1-5. There were no missing items from the 

responses the participants had indicated on the questionnaires.  
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6.1.4.5.Depressive Symptoms 

The CES-D Scale for depression (Radloff, 1977) was the fifth section and contained 

20 items. The reliability of this measure was reported using test-retest method at 2, 4, 

6, and 8 week intervals, and is reported between r=0.51-0.67. The instructions given 

to participants at the start of this measure were ‘‘Below is a list of ways you might 

have felt or behaved. Please tell me how often you have felt this way during the past 

week.’’ The participants were given a list of statements such as (item one) ‘‘I was 

bothered by things that usually don’t bother me’’ and asked to make a selection from 

‘Rarely or none of the time (less than 1 day)’, ‘Some or little of the time (1-2 days)’, 

‘Occasionally or moderate amount of time (3-4 days)’ and ‘Most or all of the time 

(5-7 days)’. Items 4, 8, 12 and 16 in the measure were reverse coded as they 

represented a more positive view of how the participants have felt about themselves. 

After reverse coding, the scores were added and a higher total score indicated more 

depressive symptoms. The rating scale used in this measure was interval and 

computed in SPSS using scores from 1-4 depending on the responses from the 

participants. In total there were 15 missing items from the overall participant 

responses. There were no instructions from the author as to how to deal with missing 

data, in this case, after reverse coding, the missing items were given a value of ‘0’.  

6.1.4.6.Quality of Life 

Quality of Life (Cramer et al., 1996) or QOLIE-10-P (Quality of Life in Epilepsy) 

which is derived from QOLIE-89 (Devinsky et al., 1995) and QOLIE-31 (Cramer et 

al., 1998; Cramer et al., 2000). This was the sixth and final measure in the 

questionnaire and contained 12 items. This measure covered three areas, (1) the 

effects of epilepsy which included memory, the physical effects and the mental 

effects of medication, (2) mental health which measured for energy, depression, and 

overall quality of life and (3) role functioning which included seizure worry, 

working, driving and social capacity (Cramer et al, 1996).   

There are many measures specifically looking into the quality of life in people with 

epilepsy such as the Liverpool Quality of Life Battery (Baker, Smith, Dewey, 
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Jacoby, & Chadwick, 1993). This measure looks into the overall quality of life in 

people with epilepsy and includes physical, social and psychological aspects; 

however, an overall score for quality of life is not achieved but rather separate scores 

for a series of questionnaires (Baker et al., 1993; Cramer, 2002). An overall score for 

quality of life was necessary in order to look for relationships between the measures 

in the study. The internal consistency using Cronbach’s alpha is α=0.69-0.85 (Baker 

et al., 1993). Another instrument is the Quality of Life Assessment Schedule 

(QOLAS) used for rating quality of life in people with epilepsy. This measure 

requires detailed interviews with participants and the rating is carried out by a 

trained individual (Kendrick & Trimble, 1992). These measures can be quite lengthy 

and time consuming as one consists of a series of questionnaires (Liverpool Quality 

of life Battery) and the other detailed interviews with participants (QOLAS) 

(Cramer, 2002). These measures would not have been suitable in this study due to 

the possibility that longer questionnaires could lead to high attrition rates and not 

being able to look for significant relationships between all the measures, which 

includes quality of life.  

Another measure is the Quality of life in Epilepsy-89 (QOLIE-89) tool which is a 

comprehensive assessment of quality of life in people with epilepsy, containing 89 

items (Devinsky et al., 1995). The internal consistency of this measure has been 

reported to be between α=0.78-0.92. This is the longer version which takes around 

30 minutes to complete (Cramer, 2002). A shorter version of the QOLIE-89 is the 

Quality of life in Epilepsy-31 (QOLIE-31) (Cramer, Arrigo, Van Hammée, & 

Bromfield, 2000). This is a 31 item questionnaire and takes 10 minutes to complete 

(Cramer, 2002). The internal consistency using Cronbach’s alpha is between α= 

0.77-0.85, and reliability between r=0.64-0.085 (Cramer, et al., 2000). Longer 

questionnaires were not considered to avoid high attrition rates and the suitability of 

the content of the measures, the decision was made to choose a questionnaire which 

considers factors associated with epilepsy, such as mental, physical and medical 

aspects, but is also a shorter version. The Quality of Life in Epilepsy-10 (QOLIE-10) 

(Cramer et al., 1996) measures factors associated with a diagnosis of epilepsy, such 

as psychological, physical and medical influences, and can be completed in 3-5 

minutes (Cramer, 2002). The sub-scales in the QOLIE- 31 and QOLIE-10 have 
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shown to correlate at an acceptable level, r=0.54-0.73 (Cramer et al., 1996). 

Furthermore, using the test-retest for reliability, the figures reported were between 

r=0.48-0.81 (Cramer et al., 2000).  

In a report it has been shown that although the QOLIE-10 is a shorter version of the 

original questionnaire (QOLIE-89) and it was initially devised for screening 

purposes, it is a reliable measure when time and resources are limited and it can be 

used in research (Cramer et al., 2000). Furthermore, the results of this report have 

shown that the outcome of the QOLIE-31 and QOLIE-10 are similar (Cramer et al., 

2000). Measures’ checking for quality of life in epilepsy has to be valid and reliable, 

as well as simple and brief (Baker, 2001), which the QOLIE-10 has shown to be. 

Researching any concept developed in one society has difficulties being 

implemented in another due to the relevance and meaning held by its members. 

Quality of life is not a concept that has been looked at as yet in a society such as 

Kurdistan, Northern Iraq. This is mainly due to the delays in research development 

in the society. The quality of life measure, in the majority of cases (around 90%), 

was carried out in person to give the participants the opportunity to ask questions 

regarding any items that were not clear, however; questions were not raised at any 

time by the participants during data collection. In circumstances where the 

participants took the questionnaire home to be sent or brought back, they were 

provided with contact details in cases of any questions or queries, there were no 

issues raised in regards to the quality of life measure as a whole or items separately. 

It appears that the concept of quality of life was understood, so the assumption is that 

the concepts were relevant and fit for purpose in this study. 

The instructions given to participants in this section were ‘‘The following questions 

ask about how epilepsy has affected your life. These questions are about how you 

have been FEELING and the type of problems you have been having during the past 

4 weeks. For each question, please give the one answer that comes closest to the way 

you have been feeling.’’ An example of one of the items is ‘‘How much does the 

state of your epilepsy-related quality of life distress you overall?’’ and the options 

give were ‘Not at all, ’, Somewhat’, ‘Moderately’, ‘A lot’ and ‘Very much’ and were 

given numbers from 1-5, 1 being ‘Not at all’ to 5 representing ‘Very much’. Items 1, 
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4, 5, 6, 7, 8, 10 and 11 were reverse coded to ensure higher scores represented better 

quality of life. After reverse coding the items as stated above, the scores were added 

to make a total score, and the higher scores signify better quality of life. Interval 

rating scale was used in SPSS and computed using scores from 1-5 depending on the 

participant responses. There were 18 missing items between all the participants. 

There were no instrcutions from the authors on how to deal with missing data, in this 

case after reverse coding, the missing items were given a score of ‘0’. 

6.1.5.1. UK Sample Procedure  

Information regarding this study was put on a poster and left at Brunel University 

informing potential participants of the study and how they could take part; 

instructing them to an online access of the questionnaire. Details of the study were 

also printed on leaflets and business cards which were given out to people attending 

an epilepsy awareness weekend conference held in London. Attendees were from all 

over the UK. Questionnaires were made available via an online format on Survey 

Monkey for the UK group, as well as paper format for those attending the epilepsy 

awareness weakened. Data collection continued for about 2 years to ensure a 

considerable number of participants were recruited. Some participants, teachers and 

parents of children, were recruited from schools in West London, for which paper 

copies were provided as well as information regarding electronic access. For the UK 

group a total of 28 questionnaires were filled out electronically and 56 in paper 

format.  

The online details were sent out to all personal contacts and asked if they would be 

happy to participate in the study and also asked to circulate to anyone who may be 

interested in taking part. Social media, such as Facebook and LinkedIn, were also 

used to circulate the details of the study to raise awareness of this research. Other 

potential participants were approached and asked if they would complete a 

questionnaire on epilepsy, if they were happy to take part, those who agreed were 

given the questionnaire of which the consent form was highlighted to read and sign. 

All participants were required to sign a consent form prior to starting the 

questionnaire and on the online form, it was ticked to show consent, if this was not 
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marked the participants would not be able to continue. Once the participants were 

happy they were asked to read all the questions carefully and ensure all sections were 

completed.  

6.1.5.2. Kurdistan Sample Procedure  

For those in the Kurdistan group only paper copies were made available due to the 

unavailability of electronic software.  Questionnaires were taken to the Neurology 

clinics (state and private) in Sulaimania and pharmacies where prescriptions were 

filled out.   

6.1.5.3. General Procedure  

A few participants (n=3) in the UK and some (n=35) participants in Kurdistan 

wanted help with filling in the questionnaires, either due to illiteracy or general lack 

of understanding as to how to fill in questionnaires, those who requested help were 

read the questions and asked for their selection which was then made for them. If the 

participants were illiterate, their names and date would be written by the researcher 

but a form of signature was placed by the participants where this was requested on 

the consent form. The online questionnaire’s first page was the consent form of 

which participants had to tick to show they are happy to continue with the 

questionnaire and the rest of the form was electronically carried out by the 

participants at their convenience, after the demographics section any items that were 

not completed the system would not allow participants to continue, this measure was 

put in place to ensure forms were filled out completely, 18 forms that were not 

completely filled in were disregarded. The rest of the UK and Kurdish groups 

recorded their selections on paper forms. If large chunks of the questionnaires were 

missed they were not counted and sometimes those participants who had given 

contact details were contacted to ask them regarding any missed items and most 

replied and provided the choices they would put on the questionnaire. There were 

two participants in the UK group who were contacted to complete their 

questionnaires by email. There were 18 incomplete questionnaires from the Kurdish 

group which were not used as the opportunity to approach the participants was not 
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available. Participants who preferred to take the form home were provided with a 

stamped and addressed envelope. There were 100 paper copies made for the UK 

group, two were posted back incomplete (as mentioned above), three were posted 

back not completed at all and 39 were not returned. For the Kurdish group 120 paper 

copies were made, 18 (as mentioned above) were incomplete and not used and 14 

were not returned. All participants were provided with a debrief form. All 

participants were thanked for their participation and given an email contact in case 

they had further queries, which was available on the consent and debrief form.  

At the end of the questionnaire participants were thanked for their time and for 

taking part in the research and given an option whether they would like to participate 

in further research, if they ticked yes, then they were required to leave contact details 

which were name, telephone number and email address. Survey Monkey participants 

were unable to go back to questions once they had left the page and were also unable 

to proceed unless they made one selection from each item, this was mainly to ensure 

a reduction in missing or incomplete data.  

6.1.6. Data Analysis 

All data collected via questionnaires were put into SPSS.  Accuracy was checked at 

interval stages of the data entry by checking and re-checking the data. Further checks 

were made by   using SPSS where frequencies were examined  to ensure correction 

of data entry and the reliability of the measures were also inspected. The skewness, 

kurtosis and Cronbach’s alpha (α) reported the overall description of the measures 

used, however, detailed information for each item on the measures were also noted 

(Appendices 11.1-11.11). The reliability of the Knowedge of Epilepsy measure in 

this study is reported using Cronbach’s alph. All participants together, α=.80, the UK 

group α=.47, and the Kurdistan group α=.07. The Cronbach’s alpha for Seizure 

Severity is α=.37, but increases to α=.53 with the deletion of item seven. The 

reliability for the UK group is α=.30, but increases to α=.51 by deleting item seven, 

and the Kurdistan group α=.45 and can increase to α=.58 by deleting item seven. For 

Perceived Illness Seriousness the reliability as measured by Cronbach’s alpha is 

α=.57 for all participants, α=.72 for the UK group and α=.44 for the Kurdistan group 
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but can increase to α=.50 by deleting item seven. For the Depression Scale reliability 

using Cronbach’s alpha is α=.90 overall, for the UK group α=.91 and for the 

Kurdistan group α=.90 is observed. The reliability for Quality of Life for the whole 

group is α=.83, for the UK group α=.85 and α=.80 for the Kurdish group.    

Both skewness and kurtosis assumes normal distribution at 0, anything above or 

below 0 is not considered normal (Tabachnik & Fidell, 2007). However, distribution 

can range from -1 to +1 (Hair, Black, Babin, Anderson, & Tatham, 2006), although, 

it is also acceptable to be more lenient and set the skewness and kurtosis level 

ranging between 3 to -3 (Crawshaw & Chambers, 2002). 

For the knowledge of epilepsy measure skewness=.051 and Kurtosis=-1.394, seizure 

severity had skewness=.029 and kurtosis=-.691, perceived illness seriousness had 

skewness=-.159 and kurtosis=-.037, perceived stigma had skewness=-.471 and 

kurtosis=.418, depression had skewness=.473 and kurtosis=-.441 and quality of life 

had skewness =.035 and kurtosis =-.746. All the measures used in this study had 

skewness and kurtosis of normal distribution. Each item in the measures used was 

also checked for its normality and distribution (appendix 11.1-11.9). Scores for all 

measures were calculated using the authors scoring manuals and the data from 

participants from the UK and Kurdistan were analysed using Hierarchical Multiple 

Linear Regression.  

When it came to analysing the data, all efforts were made to ensure that the data up 

to that point was accurate and complied with the rules of the analyses used. It is 

generally understood that Regression or parametric analysis can be very sensitive to 

outliers and can affect data outcome (Tabachnik & Fidell, 2007). From the tests that 

were run, it came to light that from the Perceived Stigma measure participants 152, 

90, 138 and 163 were recognised as outliers for having either very low or very high 

scores. Bearing in mind that the mean score for this measure was mean= 52.88, the 

scores for these items were participant 152 got a total score of 17 for perceived 

stigma, participant 90 had a total of 19 and participant 138 scored 21. The next 

outlier came from the Perceived Illness Seriousness questionnaire, in which 

participant number 127 scored 15, which was quite low compared to the  mean= 
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47.44. All questionnaires showing up as having an outlier score were checked 

manually and the data entered into SPSS, it was clear that the outliers were not 

anomalies and were the correct participant responses. The decision was made to 

leave the outliers as they were as they were true participant response (Field, 2005). 

Other ways of dealing with outliers were explored such as using the mean scores, 

however, this seemed to bring out new outliers after each editing of the scores (Field, 

2005). 
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6.2. Results 

For the study of people with epilepsy the predictor variables used to forecast quality 

of life were knowledge of epilepsy, seizure severity, perceived illness seriousness, 

perceived stigma and depressive symptoms.  

6.2.1. Participant Characteristics 

A total of 172 participants were included in this study of which 88 were Kurdish 

participants and 84 were UK participants. Further socio-demographic characteristics 

of the participants in this study are shown in table 4 
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Table 4: Socio-demographic characteristics for all participants from the UK and Kurdistan 

groups 

 

         UK 

n                % 

   Total  

    n (%) 

    Kurdish 

n                 % 

Total      Significance 

n (%) 

Gender 

     Male 

     Female 

 

27 

55 

 

32.1% 

67.9% 

 

84  

(100%) 

 

40 

48 

 

45.5% 

54.5% 

 

88                .03 

(100%)       .07 

Marital Status 

     Single 

     Married 

     Divorced 

     Widowed 

     Living with Partner 

     Separated 

     Missing 

  

39 

32 

8 

2 

2 

1 

‒ 

 

46.4% 

38.1% 

9.5% 

2.4% 

2.4% 

1.2% 

‒ 

  

34 

45 

1 

‒ 

‒ 

‒ 

8 

 

38.6% 

51.1% 

1.1% 

‒ 

‒ 

‒ 

9.1%                             

 

                    .01 

                    .04 

                    .01 

 

 

 

                    

Occupation 

     Student 

     Teacher/Lecturer 

     Office Worker 

     Civil Servant 

     Housewife/Husband 

     Unemployed 

     Other 

     Missing 

 

3 

3 

11 

1 

‒ 

8 

32 

26 

 

3.6% 

3.6% 

13.1% 

1.2% 

‒ 

9.5% 

38.1% 

31% 

  

8 

3 

‒ 

11 

25 

14 

19 

8 

 

9.1%                

3.4% 

‒ 

12.5%             

28.4% 

15.9% 

21.6% 

9.1% 

 

                   .07 

                   .47 

 

                  .00 

 

                  .10 

                  .01 

                  .00 

Education 

     Illiterate 

     Primary School 

     Secondary School 

     Diploma 

     Undergraduate 

 

1 

1 

26 

14 

22 

 

1.2% 

1.2% 

31% 

16.7% 

26.5% 

  

17 

22 

38 

4 

6 

 

19.3%    

25.3% 

43.2% 

4.5% 

6.8% 

 

                  .00 

                  .00 

                  .05 

                  .00 

                  .00 
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     Postgraduate 

     Missing 

11 

9 

13.1% 

10.7% 

‒ 

1 

‒ 

1.1% 

 

                  .00 

Diagnosis Period 

(years) 

      0-5  

      6-10 

      11-20 

      20 + 

      Missing 

 

10 

11 

14 

44 

5 

 

11.9% 

13.1% 

16.7% 

52.4% 

6% 

  

23 

19 

22 

19 

5 

 

26.1%   

21.6% 

25% 

21.6% 

5.7% 

 

                  .00 

                  .07 

                  .08 

                  .00 

                  .46 

 

The mean (M), standard deviation (SD) and range are reported in table (5). The 

descriptive statistics show that there is  a large variance between  the participant 

scores, especially perceived stigma and quality of life measures. Furthermore, it 

indicates that the scores vary across all measures which suggest the variety of 

different scores reported by participants in the study as whole in regards to the 

different measures used.   

Table 5: The descriptive statistics for the measures used reporting the mean, SD and range of 

the whole group, UK and Kurdistan together 

Variables Mean (SD) Range (min-max) 

  

22.86 (5.47) 

51.12 (12.05) 

47.44 (12.98) 

52.88 (12.79) 

22.45 (12.95) 

50.10 (21.79) 

 

20 (13-33) 

60 (17.50-75) 

65 (15-80) 

74 (17-91) 

55.73 (0-55.73 

95.91 (0-95.91 

Knowledge of Epilepsy 

Seizure Severity 

Perceived Illness Seriousness  

Stigma 

Depression 

Quality of Life 
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6.2.2. Overall Analysis 

The correlation table (table 6) shows that there is significantly negative correlation 

between quality of life and the groups (scored so that UK=1 and Kurdish=2). The 

negative correlation shows that Kurdish people reported lower perceived quality of 

life than those in the UK. A significant positive correlation is shown between quality 

of life and seizure severity, indicating that as seizures become more severe quality of 

life improves. A significant positive correlation is also found between quality of life 

and knowledge of epilepsy. This measure shows that better quality of life is 

associated with better knowledge.  

A significant negative correlation is shown between perceived illness seriousness 

and quality of life (table 6); the more the participants felt their epilepsy is a serious 

condition the worse the quality of life. A significant negative correlation is shown 

between perceived stigma and quality of life. These results demonstrate that if 

people feel stigmatised because of their epilepsy they are more likely to report a 

lower quality of life. A significant negative correlation is also evident between 

depression and qualities of life, the more depressed people with epilepsy are the 

worse their quality of life.  

A significant negative correlation is shown between groups and seizure severity, 

indicating that seizure severity is reported to be higher amongst the UK participants. 

There is also a significant negative correlation between groups and knowledge, 

showing  that participants belonging to  the UK group possess better knowledge of 

epilepsy. A significant positive correlation is shown between group belonging and 

perceived illness seriousness, indicating that those in the Kurdish group perceived 

their epilepsy to be more serious.  A significant positive correlation is also shown 

between reporting higher depressive symptoms and groups; this suggests that those 

participants in the Kurdish group have reported more depressive symptoms 

compared to those in the UK group. A significant positive correlation is shown 

between perceived stigma and groups, suggesting that those in the Kurdistan group 

have reported higher scores in this measure compared the UK group. 
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Age has a positive significant correlation with seizure severity, showing that in this 

study reporting more severe their seizures increased with age. Age also has a positive 

significant correlation with knowledge, meaning the older the people with epilepsy 

the more knowledge they possess about their condition. 

Seizure severity has a significant positive correlation with knowledge. Seizure 

severity has significant negative correlations with perceived illness seriousness, 

depression and perceived stigma.       

Knowledge has significant negative correlations with perceived illness seriousness, 

depression and perceived stigma.    

Perceived illness seriousness has significant positive correlations with depression 

and perceived stigma.  Finally, perceived stigma has a significant positive correlation 

with depression, meaning those scoring high on perceived stigma have reported more 

depressed symptoms.   
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Table 6: The Pearson’s correlations and its significance between the model variables and 

quality of life 

 

Note: Significant levels are represented by *= p<.001, **= p<.01, and ***= p<.05 

 

 

 

 

 

Variables 

 

1 

 

 

2 

 

 

3 

 

 

4 

 

 

5 

 

 

6 

 

 

7 

 

 

8 

 

 

9 

 

                                                       

                                                                Participants (n=170) 

 

1.Quality of life ‒ 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

2. Group -.281* 

 

‒ 

 

 

 

 

 

 

 

 

 

 

 

 

 

. 

 

3. Age .046 

 

-.370* 

 

‒ 

 

 

 

 

 

 

 

 

 

 

 

 

 

4. Gender .045 

 

-.135** 

 

-.044 

 

‒ 

 

 

 

 

 

 

 

 

 

 

 

5. Seizure Severity .328* 

 

-.163** 

 

.230* 

 

.124 

 

‒ 

 

 

 

 

 

 

 

 

 

6. Knowledge .280* 

 

-.867* 

 

.333* 

 

.096 

 

.189** 

 

‒ 

 

 

 

 

 

 

 

7. Perceived Illness -.628* 

 

.138** 

 

.008 

 

-.006 

 

-.231* 

 

-.202** 

 

‒ 

 

. 

 

. 

 

8. Depression -.700* 

 

.279* 

 

.080 

 

-.050 

 

-.224** 

 

-.240* 

 

.553* 

 

‒ 

 

. 

 

9. Stigma -.373* 

 

.338* 

 

-.094 

 

-.040 

 

-.229* 

 

-.307* 

 

.383* 

 

.403* 

 

‒ 
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To test the hypotheses below, a hierarchical multiple regression analysis was used: 

1. Based on previous literature, it is expected that seizure severity has a 

negative impact on quality of life; it is therefore hypothesised that 

participants in this study who scored high on the seizure severity scale will 

have reported significantly poorer quality of life. 

 

2. It is predicted that participants in this study scoring high on the perceived 

illness seriousness scale will have reported significantly poorer quality of 

life. 

The  variables used to predict quality of life in this study were input into SPSS using 

four separate sequences of blocks. The sample size considered for the overall 

analysis of the regression was n=170, for a medium effect the estimated minimum 

sample size for this analysis based on eight predictor variables was 60 (Cohen, 1992; 

Maxwell, 2000). The method to calculate the sample was n=52 + number of 

predictor variables (Maxwell, 2000). 

The data shows that it does not have multicollinearity (see Appendix 11.11), which 

means that the independent variables are not closely correlated to one another, the 

data also shows tolerance value for all variables are within normal range (over .01) 

and VIF values are   all <10, (Hair et al, 2006). 

Hierarchical multiple regression was used for the analysis to answer the research 

questions in this study. This allows the researcher to entere the variables sequentially 

according to reported theory and literature in this area (Field, 2005; Tabachnik & 

Fidell, 2007), in this case quality of life (Wilson & Cleary, 1995; Ferranset al., 2005; 

Wilbur et al., 2005; Taylor et al, 2011). This technique allowed the researcher to 

order the variables to be considered in the analysis; this was based on reported 

literature on the effects of epilepsy (Goffman, 1963; Doughty et al., 2003; Jacoby & 

Austin, 2007; WHO, 2010).  

Step one of the regression analysis which was the demographic information 

including country of participation, age and gender showed a significant effect on the 

dependant variable which is quality of life, F (3,166) = 5.00, p<0.05. However, after 
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entering the seizure severity variable, the country of participation is no longer 

significant. The results also show that in step one, country of participation (scored so 

that UK participants=1 and Kurdistan participants=2)  predicts quality of life and this 

is shown to be highly significant, p<.000. This result does change drastically by step 

four as it becomes an insignificant prediction (table 7). The analyses also 

demonstrate that the demographic variables, which included groups, age and gender, 

accounts for about 8% of the variance in the outcome of quality of life.  

Experiencing depressive symptoms and how serious a person feels their epilepsy is 

accounts for more variance on the effects on quality of life and was highly 

significant, 60%, p<.000.  

Step four was the measure used for perceived stigma, this variable has a significant 

variance on the quality of life, 60%, p<.05, and showed that it has a significant effect 

on quality of life, F (8,161) = 30.211, p< .000, however, perceived stigma was not a 

significant predictor of quality of life. 

The model used significantly proves that quality of life was predicted by the 

variables used in the samples. The above results were of the overall data collected 

from both the UK and Kurdistan.  
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Table 7: Summary of Hierarchical Multiple Regression Analysis for variables predicting the 

quality of life 

 

Variables  

 

R
2 

 

SE B 

 

ß 

 

Significance 

Step 1 

   Group 

   Age  

   Gender 

 

.083** 

 

3.525 

.123 

3.363 

 

-.306 

-.067 

.001 

 

.000 

.408 

.991 

Step 2 

   Group 

   Age  

   Gender  

   Seizure Severity 

   Knowledge of Epilepsy 

 

.178* 

 

6.332 

.119 

3.234 

.126 

.572 

 

-.206 

-.133 

-.036 

.313 

.090 

 

.158 

.090 

.622 

.000 

.530 

Step 3 

   Group 

   Age  

   Gender  

   Seizure Severity 

   Knowledge of Epilepsy     p 

   Perceived Illness Seriousness 

   Depression 

 

.600* 

 

4.599 

.087 

2.272 

.092 

.409 

.103 

.107 

 

-.066 

.029 

-.005 

.128 

.101 

-.326 

-.473 

 

.534 

.605 

.920 

.018 

.920 

.000 

.000 

Step 4 

   Group 

   Age  

   Gender  

   Seizure Severity 

   Knowledge of Epilepsy        n  b       n    

  Perceived Illness Seriousness 

   Depression  

   Perceived Stigma 

 

.600*** 

 

4.666 

.087 

2.279 

.093 

.410 

.105 

.109 

.099 

 

-.066 

.029 

-.005 

.128 

.010 

-.325 

-.473 

-.001 

 

.542 

.606 

.921 

.020 

.920 

.000 

.000 

.988 

Note: Significant level are represented by *= p<.001, **= p<.01, and ***= p<.05 
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6.2.3. Hypothesis one 

In order to test hypothesis one, which stated that those participants who scored high 

on the seizure severity scale will have scored low on the quality of life scale, the 

scores for all participants were input into step two of the regression analysis, showed 

that seizure severity is a significant positive predictor of quality of life, F (5,164) 

=7.099, p<.000. The results showed that with every unit increase of reported seizure 

severity there is an increase in quality of life (table 7). This is not the result that was 

predicted, which is also demonstrated by the significant positive correlation above 

(table 6). This will be explored further at a later stage of the results section in this 

chapter, as  the results will be analysed separately,  UK and Kurdish groups, which 

could have an effect on the outcome of the results.    

6.2.4. Hypothesis two 

To test the hypothesis (two) which predicted that those participants scoring high on 

the perceived illness seriousness scale will have scored low on the quality of life 

scale was put into step three of the regression model. The analysis showed that with 

every unit increase of perceived illness seriousness there is ß=-.325 decrease in 

quality of life. This shows that perceived illness seriousness is a positive significant 

predictor of quality of life, p<.000 (table 7). This shows that if people with epilepsy 

perceived their condition to be a serious one it is more likely they will report poorer 

quality of life.  

6.3. UK & Kurdistan 

For this study to give a better insight into what the results meant, the data was split 

between the two groups, the UK and Kurdistan. In this part of the results the data 

will be looked at in separation but also in comparison. The data has been split by 

country of the data collection (country of participation), UK and Kurdish 

respondents in Northern Iraq. The similarities between the participants in the UK and 

the Kurdish groups are that all participants were diagnosed with epilepsy and over 

the age 18. The age range for the UK participants were between 18 to72 with a mean 
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age of M=44, and the participants in the Kurdistan group were aged 18 to 80 with a 

mean age of M=34. Although not controlling for gender equally in this study, there 

were more females in both groups and the majority were either single or married 

across the board. There were also differences between the two groups. There were 

significant differences between the measures used in this study and group belonging 

of participants (table 8). 

  

The hypotheses that will be tested in this section of the results will be:   

 

3. It is hypothesised that those from the UK group will have scored significantly 

higher on the quality of life scale compared to those in the Kurdish group. 

 

4. It is predicted that the Kurdish group will have significantly lower scores on 

the knowledge of epilepsy measure compared to the UK group. 

 

5. Those in the UK group will have scored significantly lower on the perceived 

stigma scale compared to those in the Kurdish group. 

 

6. It is predicted that the UK group will have scored significantly lower on the 

depression scale compared to the Kurdish group. 

 

7. It is hypothesised that participants with epilepsy living in Kurdistan will 

report a significantly poorer quality of life compared to the participants with 

epilepsy in the UK group. 

A Multivariate analysis of variance (MANOVA) test was run to check for Box’s test 

of equality of covariance, to confirm differences between the groups (UK and 

Kurdistan) and the measures used. This was mainly to investigate whether the scores 

gained from participants across the groups were significantly different. Box’s test 

checks the significance of the null hypothesis (Field, 2005) and should be non-

significant; however, if any of the MANOVA assumptions are violated, such as 

normality and equal sample size and equality between groups, a significant result can 

be ignored. In this case as the samples were not equal between the groups, UK n=84 
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and Kurdistan n=88, and the sample size is of a larger capacity the significant Box’s 

M test is acceptable. Box’s M is 85.303 with F=3.909 which is highly significant 

p<.000. This indicates that further analyses between the groups are justified.  

The descriptive statistics (table 8) show that knowledge of epilepsy mean total scores 

were higher among the UK group with 28 compared to 18 in the Kurdish group, 

indicating that the UK participants had greater knowledge of epilepsy. Mean total 

seizure severity scores were higher among the UK group with 46 compared to 41 in 

the Kurdish group; however, the mean total score for perceived illness seriousness 

was higher among the Kurdish group with 49 compared to 45.6 among the UK 

group, showing that the Kurdish participants perceived their condition to be more 

serious. Perceived stigma and depression scores were also higher among the Kurdish 

group compared to the UK group, although, quality of life scores were lower among 

the Kurdish group. 

Table 8: The descriptive statistics for the measures used reporting the mean, SD and range of 

UK and Kurdish group 

Variables  Mean (SD) Range (min-max) 

 UK Kurdish UK Kurdish 

Knowledge of Epilepsy 27.71 (2.77) 18.22 (2.68)* 14 (19-33) 16 (13-29) 

Seizure Severity 45.89 (11.38) 41.39 (13.86)* 45 (22.50-67.50) 57.50 (17.50-75) 

Perceived Illness Seriousness  45.57 (12.51) 49.22 (13.24)** 57 (15-72) 63 (17-80) 

Stigma 48.40 (15.48) 57.17 (7.33)** 74 (17-91) 41 (34-75) 

Depression 18.79 (12.14) 25.94 (12.81)** 55.73 (0-55.73) 50 (4-54) 

Quality of Life 56.52 (21.05) 43.96 (20.82)* 82.73 (13.18-95.91) 94.09 0-94.09) 

Note: Significance levels are represented by *=p<.001, **=p<.01, and ***=p<.05  
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In an open section of the Illness Seriousness Perception participants were also asked 

what they thought the causes of their epilepsy was, they were given three spaces to 

give their written answers. The responses were collated and put into 12 categories 

overall. The UK participants reported that stress and trauma, brain 

damage/inconsistencies and other medical complications (epilepsy as a secondary 

condition) were the biggest causes of their condition, while the Kurdish group stated 

that stress and emotional trauma, other medical complication and other (this included 

‘I don’t know’ and epilepsy) was the main reported cause of their epilepsy. The 

responses from the participants from both groups are reported in table 9. 
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Table 9: Possible causes of epilepsy as reported by the UK & Kurdish group 

 Possible Causes of Epilepsy UK 

         n                  % 

Kurdish 

        n                  % 

1. Lifestyle 22 13.2 4 1.8 

2. Medical Complications 25 15 27 12.3 

3. Brain Damage/Inconsistencies 32 19.2 4 1.8 

4. Developmental  15 9 0 0 

5. Related to Childhood Illnesses 2 1.2 0 0 

6. Stress & Emotional Trauma 34 20.4 70 32 

7. Head Injury 13 7.8 16 7.3 

8. Environmental Factors 4 2.4 1 0.5 

9. Depression 4 2.4 1 0.5 

10. Hereditary  7 4.2 3 1.4 

11. Beaten/Tortured 2 1.2 5 2.3 

12. Other 7 4.2 88 40.2 

 

6.3.1. UK & Kurdistan Analysis 

To test the the remaining hypotheses, listed below, a MANOVA was used: 

3. It is hypothesised that the participants in this study from the UK group will 

have reported significantly better quality of life compared to the participants 

in the Kurdish group. 

 

4. It is predicted that the Kurdish group will have significantly lower scores on 

the knowledge of epilepsy measure compared to the UK group. 

 

5. Those in the UK group will have scored significantly lower on the perceived 

stigma scale compared to those in the Kurdish group. 
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6. It is predicted that the UK group will have scored significantly lower on the 

depression scale compared to the Kurdish group. 

 

7. It is hypothesised that participants with epilepsy living in Kurdistan will 

report a significantly poorer quality of life compared to the participants with 

epilepsy in the UK group. 

Results from the tests of equality of group means in MANOVA demonstrated the 

difference between the two groups (UK & Kurdistan) and their mean scores, and 

whether the differences were significant. Seizure severity showed significant 

difference between the two group means, F=5.39, p<.05, the knowledge of epilepsy 

measure demonstrated a highly significant difference, F=519.98, p<.000, the 

depression measure used also showed strong significance, F=14.08, p<.000, with 

perceived stigma, F=22.85, p<.000 and quality of life also showing a highly 

significant result with F=15.47, p<.000. Although it is important to mention that the 

perceived illness seriousness measure did not show a significant difference between 

the two groups, F=3.45, p>.05. The results confirm that there is a strong significant 

difference between the UK and Kurdish groups in  the variables used apart from the 

perceived illness seriousness which is not significant. 

 

6.3.1. Hypothesis three 

Hypothesis three, which states that participants from the UK group will score higher 

on the quality of life scale compared to the Kurdish group, the mean scores for the 

UK group was M=56.52 and Kurdish group M=43.96 which was significant at 

p<.000, therefore we accept this hypothesis that participants with epilepsy report to 

have a better quality of life in the UK compared to those in Kurdish group. 

6.3.2. Hypothesis four 

Hypothesis four predicted that the Kurdish group will have lower scores on the 

knowledge of epilepsy measure compared to the UK group. The average mean score 
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for the UK was M=27.71 and the Kurdish group M=18.22, with p<.000, indicating a 

significant difference. This hypothesis is accepted as people with epilepsy in the UK 

group possess better knowledge of epilepsy compared to those in the Kurdish group. 

6.3.3. Hypothesis five 

The next hypothesis proposed that those in the UK group will have scored lower on 

the perceived stigma scale compared to those in the Kurdish group. The UK group 

scored an average of M=48.40 and those in the Kurdish group M=57.17, which was 

significant, p<.000, confirming that there those participants with epilepsy in 

Kurdistan have higher perception of stigma compared to those in the UK. 

6.3.4. Hypothesis six 

This hypothesis proposed that those in the UK group will have scored significantly 

lower on the depression scale compared to those in the Kurdish group. The UK 

group mean score of M=18.79 and those in the Kurdish group M=25.94, which was 

significant, p<.001, confirming that there those participants with epilepsy in 

Kurdistan have reported higher depressions symptoms compared to those in the UK. 

Depression has also shown to be a significant predictor of quality of life among 

participants with epilepsy in both the UK and Kurdish groups. 

6.3.5. Hypothesis seven 

The final hypothesis predicted that those participants with epilepsy living in 

Kurdistan will report a significantly poorer quality of life compared to those in the 

UK group. This hypothesis is accepted as the results showed a highly significant 

difference between the two groups, F=15.47, p<.000. Participanst in Kurdistan group 

with epilepsy have a significantly poorer quality of life compared to those with 

epilepsy in the UK.  

 Correlations reported from the analysis for the UK group (table 10) show a negative 

correlation for age, gender, perceived illness seriousness, depressive symptoms and 

perceived stigma with quality of life. Although, it appears that there is a significant 
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negative correlation between perceived illness seriousness, depressive symptoms and 

perceived stigma with quality of life, showing that as participants have scored high 

on these measures they are more likely to report poorer quality of life.  
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Table 10: The Pearson’s correlations and its significance for the UK group between the model 

variables and quality of life 

 

Variables 

 

1 

 

 

2 

 

 

3 

 

 

4 

 

 

5 

 

 

6 

 

 

7 

 

 

8 

 

                                                       

                                                               Participants (n=84) 

1.Quality of life ‒ 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

2. Age -.102 

 

‒ 

 

 

 

 

 

 

 

 

 

 

 

 

 

3. Gender -.124 

 

-.326* 

 

‒ 

 

 

 

 

 

  

 

 

 

4. Seizure Severity .080 

 

.192*** 

 

-.030 

 

‒ 

 

 

 

 

 

 

 

 

 

5. Knowledge .052 

 

.080 

 

.003 

 

-.048 

 

‒ 

 

 

 

 

 

 

 

6. Perceived Illness -.672* 

 

-.021 

 

.149 

 

.030 

 

-.185*** 

 

‒ 

 

 

 

 

 

7. Depression -.737* 

 

.221*** 

 

-.073 

 

-.067 

 

.060 

 

.489* 

 

‒ 

 

 

 

8. Stigma -.324* 

 

.027 

 

-.013 

 

-.253** 

 

-.053 

 

.375* 

 

.375* 

 

‒ 

 

Note: Significant level are represented by *= p<.001, **= p<.01, and ***= p<.05 

 

The correlations and their significance reported for the Kurdish group (table 11) 

show that there is highly significant positive correlation between reported seizure 

severity and quality of life. A strong significant negative correlation between 

perceived illness seriousness, reported depressive symptoms and perceived stigma 

with quality of life (table 11), indicating the higher the participants have scored on 

these measures the lower the perceived quality of life. The Cronbach’s alpha for the 
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knoweldge of epilepsy measure for the Kurdish groups was very low, at α=.07, 

which may have influenced the results showing insignificance where in fact it may 

have been a significant correlation. 

In comparison, the UK and the Kurdish group appear to have quite a lot in common, 

in that both sets of results appear to have a highly significant negative correlation 

between depressive symptoms, perceived illness seriousness and perceived stigma on 

quality of life. The results demonstrate that a person diagnosed with epilepsy and 

report feelings of depressive symptoms, perceive their condition to be serious and 

perceive stigma will report poorer quality of life. Among the Kurdish sample there is 

also a strong correlation between how severe participants feel their epilepsy is and 

their quality of life. The more severe the participants feel their epilepsy symptoms 

are the better the reported quality of life amongst the Kurdistan group. 

Table 11: The Pearson’s correlations and its significance for the Kurdish group between the 

model variables and quality of life 

 

Variables 

 

1 

 

2 

 

3 

 

4 

 

5 

 

6 

 

7 

 

8 

                                                       

                                                                Participants (n=86) 

1.Quality of life 

 

‒ 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

2. Age 

 

-.024 

 

‒ 

 

 

 

 

 

 

 

 

 

  

3. Gender 

 

.129 

 

.127 

 

‒ 

 

 

 

 

 

 

 

  

4. Seizure Severity .478* .183*** .206*** ‒   

 

  

5. Knowledge .100 -.033 -.089 .220*** ‒    

6. Perceived Illness -.572* .151 -.104 -.398* -.153 ‒   

7. Depression -.618* .188*** .038 -.283** -.059 .587* ‒  
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8. Stigma -.332* .060 -.007 -.128 .015 .411* .354* ‒ 

Note: Significant levels are represented by *= p<.001, **= p<.01, and ***= p<.05 

 

For further analysis, again, Hierarchical Linear Multiple Regression was used and 

the variables were put into the model using the same steps as previously, using 

sequential method.  

Among both the UK and Kurdish groups (tables 12 & 13), show that depressive 

symptoms reported by the participants influenced quality of life, p<.000.  Perceived 

illness seriousness was also a positive significant predictor of quality of life among 

the UK sample (table 12), p<.000, however, this was not the case for the Kurdish 

group, p>.05, (table 13).  

The Regression model used for this analysis showed that age and gender were not 

good predictors of quality of life in both groups. Amongst the UK group, seizure 

severity and knowledge of epilepsy were not significant predictors of quality of life, 

however, this was not the case with the Kurdish group where it was significant (table 

12), p<.01. The analysis showed that depressive symptoms and perceived illness 

seriousness had a strong significance in the quality of life of people with epilepsy in 

both the UK and Kurdish group (tables 12 & 13).  

The analyses  further show that variability accounts for about 4% of the outcome due 

to the demographic information collected in the UK and around 2% for the Kurdish 

group (tables 12 & 13). The total variability in quality of life as explained by seizure 

severity and knowledge of epilepsy is just over 5% in the UK sample compared to 

around 24% (p<.000) in the Kurdish sample. The variability in quality of life as 

explained by reported depressive symptoms and perceived illness seriousness is 

almost 69% (p<.000) in the UK compared to around 50% (p<.000) in the Kurdish 

sample. The total variability in the outcome of quality of life as explained by 

perceived stigma in the UK is 60% and about 52% in the Kurdish sample (tables 11 

& 12). 

The Regression model used significantly proves that quality of life can be predicted 

by some of the variables used in the samples. Amongst the UK group (table 12), step 
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one of the regression analysis which was the demographics information including 

age and gender did not show a significant effect on quality of life, F (2, 81) = 1.60, 

p>.05, step two which was inclusive to seizure severity and knowledge of epilepsy 

did not prove to be have a significant effect on quality of life, F (4, 79) =1.144, p>.05. 

Step three which included perceived illness seriousness and depression significantly 

affect quality of life, F (6,77) = 28.046, p<.000, and step four which was the measure 

used for perceived stigma showed that it has a significant effect on quality of life, F 

(7,76) = 24.017, p< .000.  

Table 12: Summary of Hierarchical Multiple Regression Analysis for variables predicting the quality of life for 
the UK group 

Variables  R
2 

SE B    ß Significance 

 

Step 1 

Age  

Gender 

 

 .038 

 

 .173         

 5.164     

 

  -.159     

  -.176      

 

  .171      

  .131      

Step 2 

Age  

Gender  

Seizure Severity 

Knowledge of Epilepsy 

 

.055  

 

 .178         

 5.190     

 .270         

 .836         

 

  -.189     

  -.182      

   .114       

  .073      

 

  .115      

  .119      

  .311      

  .507      

Step 3 

Age  

Gender  

Seizure Severity 

Knowledge of Epilepsy    Perceived 

Illness Seriousness 

Depression 

 

.686 * 

 

  .107        

  3.083    

  .122        

  .503        

  .131        

  .135        

 

  -.041     

  .118      

  .060       

  .019     

  -.388    

  -.544    

 

  .566      

  .091      

  .365      

  .770       

  .000      

  .000      

Step 4 

Age  

Gender  

Seizure Severity 

Knowledge of Epilepsy       

Perceived Illness Seriousness 

Depression  

Perceived Stigma 

 

.608*         

 

  .107        

  3.090    

  .127        

  .505        

  .136        

  .139        

  .101        

 

  -.043      

  -.117      

  .075       

  .021      

   -.404    

   -.557    

   .059     

 

   .549     

   .093     

   .278     

   .750     

   .000     

   .000     

   .428     

Note: Significant levels are represented by *= p<.001 

 

Step four of the model used in the Kurdish group (table 13) included depression and 

perceived illness seriousness measures which showed to be a good predictor of 

quality of life. Quality of life amongst the Kurdish participants was better predicted 

by seizure severity (table 13), p<.01 compared to the UK sample, p>.05. This step 

also showed a significant variance, R
2
= .522, F (7, 78) 12.159, p<.000. 
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Amongst the Kurdish group, in step one of the regression analysis, which included 

age and gender, did not show to be  a significant predictor of  quality of life, F (2, 83) = 

.772, p> .05. Step two of the model included seizure severity and knowledge of 

epilepsy measures which showed to significantly predict   quality of life, F (4, 81) = 

6.513, p< .000. Step three of the regression model, which included perceived illness 

seriousness and depression, was significant , F (6, 79) = 14.114, p< .000, and finally 

step four was also  a significant predictor of  quality of life, F (7, 78) = 12.159, p< 

.000. Due to a low Cronbach’s alpha, α=.07, for the knowledge of epilepsy measure 

used in this study the results may have been affected to show insignificance where it 

may have been a significant outcome. 

 

Table 13: Summary of Hierarchical Multiple Regression Analysis for variables predicting the quality of life for 
the Kurdish group 

Variables  R
2 

SE B ß Significance 

Step 1 

Age  

Gender 

 

.018 

 

.183 

4.580 

 

  -.041 

  -.134 

 

.709 

.225 

Step 2 

Age  

Gender  

Seizure Severity 

Knowledge of Epilepsy 

 

.243* 

 

.165 

 4.181 

.157 

.783 

 

  -.120 

  .042 

   .493 

  -.008 

 

.228  

.677 

.000 

.934 

Step 3 

Age  

Gender  

Seizure Severity 

Knowledge of Epilepsy    Perceived 

Illness Seriousness 

Depression 

 

.517* 

 

 .139 

3.418 

 .140 

 .603 

.161 

 .161 

 

 .035 

 .065 

 .251 

 -.007 

 -.222 

 -.426 

 

.675 

.428  

.008 

.934 

.035 

.000 

Step 4 

Age  

Gender  

Seizure Severity 

Knowledge of Epilepsy        n 

Perceived Illness Seriousness 

Depression  

Perceived Stigma 

 

.522* 

 

.140 

3.425 

.140 

 .640 

.168 

 .163 

 .249 

 

 .033 

 .067 

 .254 

 -.002 

 -.196 

 -.413 

 -.074 

 

.698 

.416 

.007 

.984 

.072 

.000 

.398 

Note: Significant levels are represented by *= p<.001 

 

The F values and significance for each step in the model indicate that amongst the 

UK sample there is a strong connection between reported illness perception and 

depressive symptoms on the outcome of quality of life. In this case we can predict 

that a person with epilepsy showing signs of depressive symptoms will report poorer 
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quality of life. It is also clear that if a person diagnosed with epilepsy feels that their  

condition is serious, they are more likely to perceive a lower quality of life. This is 

also true if people with epilepsy perceive more stigmas because of their condition. 

Amongst the Kurdish group, however, it appears that there is a strong connection 

between seizure severity and depressive symptoms on quality of life. This study has 

shown that a person diagnosed with epilepsy in Kurdistan is more likely to report  a 

better quality of life if they experience more severe seizures (table 12). The effects of 

depressive symptoms is similar as in groups, which is highly significant, so 

therefore, it can be put forward that depression is a variable strongly predictive of 

quality of life in the UK and Kurdistan population for people with epilepsy. 

Amongst the UK participants perceived illness seriousness is also a strong predictor 

of quality of life. 

6.4. Further Analysis  

In previous reported literature, stigma has been found to affect people with epilepsy 

and negatively impact quality of life (Suurmeijer, Reuvekamp, & Aldenkamp, 2001; 

Jacoby, 2002). In this study, although perceived stigma had a significant negative 

correlation with quality of life, it was not found to be a significant predictor of 

quality of life after Regression analysis. The decision was taken to further analyse 

the results to check for a mediating influence between perceived stigma and reported 

depressive symptoms. The decision to use depression as a mediator was based upon 

the vast reported literature in this area which has found depression to be a strong 

predictor of quality of life (Suurmeijer et al., 2001; Bishop & Allen, 2003; Johnson 

et al., 2004), as has been observed in this current study. People with epilepsy may 

experience stigma causing them to be depressed and consequently negatively impact 

on their quality of life (Suurmeijer et al., 2001). 

The method for this analysis was based on Baron and Kenny’s (1986) model of 

mediation. This is where the predictor variable, perceived stigma, is mediated by 

another variable, depression, to influence the outcome variable, which was quality of 

life (Baron & Kenny, 1986). This procedure is carried out by running three separate 

regression analyses. The first was to check the mediating variable, in this case 
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depression, on the independent variable, which was perceived stigma. The second 

regression was run between the dependant variable, which in this case was quality of 

life, and independent variable. The final regression was between the dependent 

variable on both the independent variable and mediating variable. For a mediating 

effect some conditions have to be met; perceived stigma has to affect depression in 

the first regression analysis; perceived stigma has to affect quality of life in the 

second regression and; depression must affect quality of life in the third regression. 

Furthermore, if these conditions are all met after analysis, the effect of perceived 

stigma on quality of life must be less in the third compared to the second regression 

analysis. 

Following the above instructions (Baron & Kenny, 1986) the results show that 

mediation has taken place. The first mediation analysis was run for all participants 

with epilepsy. The model used for the mediation analysis was significant; the first 

regression analysis was significant at F=32.99, p<.000; the second regression 

analysis was also significant at F=28.47, p<.000; and the third regression also 

confirmed significance at F=81.96, p<.000. This suggests that perceived stigma 

mediated by depression can be a significant predictor of quality of life (figure 1).  

 

Figure 1: Mediation analysis results for all participants with epilepsy  

 

 

 

              .40*            -.65* 

 

     .38* 

Note: Significant levels are represented by *= p<.001 

 

Further mediation analysis was carried out by splitting the data by country. This 

method proved to be  significantfor an indirect effect. The first analysis was carried 

out for the UK group and showed that perceived stigma significantly affects 

Quality of Life Perceived Stigma 

Depression 
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depression as the first regression showed F=13.40, p<.000. Secondly, perceived 

stigma significantly affects quality of life, F=9.63, p<.003, thirdly the mediator, 

depression, significantly affects quality of life, F=48.59, p<.000. This analysis shows 

that the effect of perceived stigma on quality of life is considerably lower in the third 

regression compared to the second (figure 2). This analysis shows that perceived 

stigma is mediated by depression in the UK group, additionally, as a direct result of 

adding the mediator into the model the direction and significance of perceived 

stigma on quality of life has changed. This confirms that perceived stigma of people 

with epilepsy is indirectly influenced by depression in its negative impact on quality 

of life. 

Figure 2: Mediation analysis results for the UK participants with epilepsy  

 

 

 

              .37*            -.72* 

 

     .32** 

Note: Significant levels are represented by *= p<.001, and **= p<.01 

 

Mediation analysis carried for those in the Kurdistan group also showed that this was 

a significant model to test for mediation effect; the first regression F=12.04, p<.000, 

the second regression F=11.31, p<.001, the third regression F=26.40, p<.000. This 

analysis has shown that perceived stigma is mediated by depression in the Kurdistan 

group (figure 3) according to the method and conditions set by Baron & Kenny 

(1986).  

Figure 3: Mediation analysis results for the Kurdish participants with epilepsy  
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Quality of Life Perceived Stigma 

Depression 

Depression 
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     -.34** 

Note: Significant levels are represented by *= p<.001, and **= p<.01 

Using the same procedure as above (Baron & Kenny, 1986), the final mediation was 

run for all participants with epilepsy to check wether group belonging was mediated 

by perceived stigma and knowledge of epilepsy on quality of life. The results were 

significant. The first regression was significant at F=18.00, p<.000; the second 

regression was significant at F=15.50, p<.000; and the final regression was also 

significant at F=12.00, p<.000. This analysis sugests that the group that participants 

belong to, mediated by perceived stigma and knowledge of epilepsy, can be 

significant predictors of quality of life. This analysis further shows that the effect of 

group belonging, mediated by perceived stigma is a significant predictor of quality 

of life. However, as a direct result of adding the mediator, knowledge of epilepsy, 

into the model the direction and significance of group belonging on quality of life 

has changed. This confirms that group belonging is indirectly influenced by 

knowledge of epilepsy in its negative impact on quality of life (figure 4). In this case, 

it appears that knowledge of epilepsy suppresses the the effects of group belonging 

on the outcome of quality of life. 

 

Figure 4: Mediation analysis results for all participants with epilepsy  
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Quality of Life Perceived Stigma 

Quality of Life Group (UK & Kurdistan) 

Knowledge of epilepsy 
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Note: Significant levels are represented by *= p<.001, and **= p<.01 
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6.5. Discussion 

The overall results of this study have shown that participants from both the UK and 

Kurdish groups  who reported  more severe seizures had better quality of life. This 

contradicts the available literate that states that more severe seizures negatively 

impact quality of life (Harden et al., 2007; Bautista & Glen, 2009; Sancho et al., 

2010; Taylor et al, 2011; Milovanović et al., 2014). This result was highly 

significant, showing that as people’s seizures worsened their quality of life 

improved. Further  analysis showed that seizure severity was still a significant 

positive predictor of quality of life amongst the Kurdish participants, but not 

amongst the UK group. It has been shown that with the use of mastery and social 

support as mediators for seizure severity has had a positive impact on quality of life 

(Amir at al., 1999). In further studies social support has been found to be a predictor 

of quality of life in people with epilepsy in Korea (Choi‐Kwon, Chung, & Kim, 

2003). In this research mastery and social support were not measured in order to 

carry out further analysis. Also, the results were strongly significant in an 

unexpected direction; additionally, direct influences as a result of seizure severity on 

quality of life are limited in its availability to make extensive comparisons.  

A problematic observation concerning the seizure severity measure was that the 

Cronbach’s alpha (α) was reported to be quite low, however, with the removal of 

item seven (7), the reliability of the measure increased from α=.336 to α=.527. This 

item questioned the length of time confusion lasts after a seizure, which stated: 

‘After my most severe seizures, my confusion lasts for:’ and the options were: ‘less 

than 1 minute’, ‘between 1 and 5 minutes’, ‘between 6 minutes and 1 hour’, 

‘between 1 and 2 hours’, ‘more than 2 hours’, and ‘I never feel confused.’ Also, due 

to the nature of epilepsy (ILAE, 2014) it is a possibility that the severity of seizures 

is unclear for those with the condition as in some cases the person experiencing the 

seizure is unconscious for the duration of the episode (Blumenfeld & Taylor, 2003).  

A better measure for this study may have been a frequency measure as this has been 

found to significantly impact on quality of life (Hout at al., 1997). It is a possibility 

that seizure severity, as a physiological symptom of epilepsy, does not have much of 

an influence on the outcome of quality of life as suggested by Wilson and Cleary 
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(1995). As a result, measuring seizure severity as a predictor has had a contradictory 

effect on the overall outcome of quality of life.    

The Cronbach’s alpha (α) for the knowledge of epilepsy measure used in this study 

was very low for the Kurdish group, α=.07. This was only when the groups (the UK 

and Kurdistan) were separated for further analyses. From the data it is not clear 

where the issue lies as the participants as a collective group (the UK and Kurdistan) 

showed good reliability, α=.80. 

Quality of life was then looked at in relation to knowledge of epilepsy, which 

showed that those people with better knowledge of their condition report a better 

quality of life, this has been shown with asthma patients indicating that with better 

education followed better quality of life (Gallefoss et al., 1999). This is in line with 

research that has been reported in this area and that knowledge of epilepsy is 

different according to where in the world individuals live, have now been linked to 

quality of life (Doughty et al., 2003; WHO, 2010). Knowledge of epilepsy has been 

mainly reported in association with stigma (Tekle-Haimanot et al., 1991; Doughty et 

al., 2003; WHO, 2010) and the availability of literature looking at the impact of 

knowledge of chronic conditions on quality of life is not so readily available. 

Knowledge of epilepsy has been reported in relation to others’ perception as this can 

influence negative attitudes and stigma concerning people with epilepsy (Mecarelli 

et al., 2007; Shehata & Mahran, 2011) and not so much on the knowledge of the 

person with epilepsy. This study has demonstrated that further investigations are 

imperative in this area.  

People with epilepsy experience stigma and this negatively impacts on their quality 

of life (Jacoby, 2002). Furthermore,  quality of life is expected to be poorer in people 

with epilepsy and this is teamed with high perceived stigma amongst some people 

with the condition (Kumari et al., 2009). Perceived stigma, in this study, negatively 

correlated with quality of life, participants who felt stigmatised because of their 

condition perceived to have poorer quality of life, and this is in line with other 

reported literature in this field (McLaughlin et al., 2008; Whatley et al., 2010). This 

is a similar finding that has been reported in regards to enacted and felt stigma (Youn 
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et al., 2001), the higher the perception of stigma the more negative the impact on 

quality of life.  

Further analysis of the data, using hierarchical multiple regression, indicated that 

country of participation in this study was a significant predictor of quality of life. 

This is in line with reported research that indicates where people live in the world 

affects the quality of  their life (Doughty et al., 2003; Fernandes et al., 2008; Shakir, 

& Al-Asadi, 2012). This study has shown that people with epilepsy in the UK have 

reported better quality of life compared to those in the Kurdistan group, this may 

have some connections  with reports  that epilepsy is not adequately treated in the 

developing regions (Scott, Lhatoo, & Sanders, 2001). The results also showed that 

seizure severity, perceived illness seriousness and depression are significant 

predictors of quality of life. The measure that appears to be contradictory  is seizure 

severity. Amir et al. (1999) found that the more severe people with epilepsy reported 

their seizures to be the less support they claimed to receive. Furthermore, seizure 

worry has been associated to impact negatively on quality of life (Loring et al., 

2004), the lack of control and anticipation of seizures have also been known to affect 

those with epilepsy (Jacoby, 1992). Further investigations have to be carried to 

confirm this observation in the seizure severity variable.  

The data was split by country of participation (the UK and Kurdistan). The results 

showed that seizure severity, knowledge of epilepsy, depression, perceived stigma 

and quality of life were all significantly different between the groups, except 

perceived illness seriousness which showed that the results did not significantly 

differ between the UK and Kurdish groups.  

The analyses were further examined using hierarchical multiple regression. It was 

demonstrated that among the UK participants perceived illness seriousness and 

depression were significant in their prediction of quality of life. Participants with 

epilepsy living in the UK who reported more depressive symptoms (Mehndiratta & 

Sajatovic, 2013) and felt their epilepsy was a serious condition perceived to have 

lower quality of life. This is in line with other reported literature where depression 
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has been associated with poor quality of life in people with epilepsy (Drinovac et al., 

2015; Micoulaud-Franchi et al., 2015).  

Due to the unavailability of research (Weinman & Petrie, 2013) into epilepsy and the 

seriousness of illness perception a comparison cannot be made in regards to the 

findings of the present study. This warrants further investigations to confirm and 

support the findings of this research. However, it is suggested that support groups are 

necessary for those diagnosed with epilepsy in order to gain a better understanding  

of their condition as this can impact on quality of life (Pais-Ribeiro, da Silva, 

Meneses, & Falco, 2007).  

Among the Kurdish group, however, it was the seizure severity (as discussed earlier) 

and depression (as discussed above) that best predicted quality of life. Perceived 

illness seriousness was a significant predictor earlier in the model (step three) 

however, this measure was not a significant predictor of quality of life by the fourth 

and final step of the hierarchical regression analysis. These results show that for 

those with epilepsy living in Kurdistan seizure severity and depression are important 

factors in predicting their quality of life. The results for seizure severity, as discussed 

earlier, contradicts reported literature. The results from this study for the association 

between depression and quality of life are in line with others in the area (Boylan et 

al., 2004; Drinovac et al., 2015; Micoulaud-Franchi  et al., 2015).  

This study showed that there are distinct differences between the two groups where 

quality of life was concerned. It has been demonstrated that people in the UK tend to 

perceive a better quality of life and possess better knowledge of epilepsy, this may 

be due to the level of education of people with epilepsy (Ahmad, 2011) as better 

education has been associated with the perception of improved quality of life 

(Ohaeri, Awadalla, & Farah, 2009; Shakir, & Al-Asadi, 2012) and less perceived 

stigma (Doughty et al., 2003). It was also found that people in the Kurdish group 

with epilepsy perceive more depressive symptoms than those in the UK group; this 

may be related to the lack of knowledge and higher perceived stigma in the less 

developed regions (WHO, 2010). Those in the Kurdish group experienced higher 

perception of stigma compared to those in the UK group. There is a lack of research 
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in these regions (WHO, 2010); however, higher perceived stigma has been related to 

where a person lives especially in less developed areas of the world (WHO, 2010; 

Tedrus et al., 2013).  

In this study, participants in the UK group have reported  to experience more severe 

seizures compared to those in the Kurdish group. This may be due to denial as it is 

sometimes used as part of the coping process with epilepsy (Liveh et al., 2001) 

amongst the participants from Kurdistan, perhaps indicating that they are not 

comfortable with their diagnosis. It appears from the results of  this study that those 

people with epilepsy living in the UK report to have a better quality of life. This may 

be due to participants in the UK not perceiving their epilepsy  as a serious condition 

and they do not report to be as depressed as those living in Kurdistan. It has again 

been shown that where a person lives affects those with epilepsy and their quality of 

life.  

This study has shown support where stigma is concerned.  Stigma was one of the 

variables in this research that was the centre of interest, especially bearing in mind 

the two different groups that data was collected from. The types of stigma, felt or 

enacted were not differentiated for this study (Scambler & Hopkins, 1990; Scambler, 

1993; Jacoby & Austin, 2007). However, in the previous study (chapter 5) there 

appeared to a difference between the UK and Kurdistan group in regards to the types 

of stigma participants with epilepsy perceived. It appeared that felt stigma was more 

apparent among the UK participants, whilst enacted stigma was more prevalent 

among the Kurdish participants. Perceived stigma is not always associated with 

feelings of inadequacy or inferiority but could influence self-esteem (King et al., 

2007).  

Stigma was found to be highly correlated with quality of life but was not significant 

in its prediction of quality of life in either group. It may be that perceived stigma has 

an effect on depression and in turn depression affects quality of life. Stigma may 

have an indirect effect on quality of life, via a mediator, as a significant prediction 

was not observed among the UK or the Kurdish group. With the help of further 

analysis in a mediation procedure, it was found that perceived stigma is indeed a 
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significant predictor of quality of life, with depression as a mediating variable. This 

was confirmed for all participants as a whole group and separated by the UK and 

Kurdistan sub-groups. Whilst perceived stigma indirectly influences quality of life 

for people with epilepsy in the UK as well, the mediation analysis for the Kurdish 

group showed classic meditation in regards to the beta values and direction. This 

strongly indicates that people with epilepsy in Kurdistan in Northern Iraq perceive 

high levels of stigma which influences depression and in turn negatively impacts on 

their quality of life. These results are in line with other reported literature where 

depression and stigma have been found to be significant predictors of quality of life 

(Whatley et al., 2010). In a European study more than half of people with epilepsy 

have felt stigmatised because of their condition (Baker, 2002) this shows that it is 

important to highlight this issue once again as this can have a devastating effect on 

quality of life as previously mentioned. 

The Cognitive Theory of Depression (Beck, 2002) proposes that depression is a 

consequence of three factors. This includes the individual’s negative thoughts about 

themselves, negative thoughts about the environment and negative thoughts about 

future prospects. Depression appears to be an issue for those diagnosed with 

epilepsy, and this is not difficult to understand why. Having a diagnosis of epilepsy 

could lead those with the condition to associate negative thoughts about themselves 

because of their condition but also the anticipated stigma from their society. 

Negative feeling about their future prospects could be exacerbated by the anticipated 

stigma and being associated with a ‘discreditable’ condition (Goffman, 1963). This 

could also be related to the restrictions that people with epilepsy could face because 

of their condition, in regards to employment (Jacoby & Austin, 2007), education and 

marriage prospects (WHO, 2010; Ahmad, 2011; Abdulla, 2014). From these studies, 

it appears that depression and stigma are more closely intertwined than previously 

noted. Epilepsy is a ‘discreditable’ condition and those diagnosed could, potentially, 

be side-lined and be perceived as less valued members in their society (Goffman, 

1963). This affects the overall identity of individuals and can take away from the 

image that individuals have created for themselves (Goffman, 1969). Depending on 

where in the world people live, individuals have different expectations and 

responsibilities of themselves and others have from them, and the pressures of 
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maintaining this normality could prove overwhelming for the individual. It is also 

worth mentioning that although, the symptoms can be somewhat hidden, the 

uncertainly on when a seizure can occur can also add to the burdens of having 

epilepsy. This could be particularly relevant for those in the Kurdish group, as 

people are expected to maintain their identity and strength of character, not only for 

themselves but also for their family.   

Other important observations were made among the UK group. Depression was 

positively correlated with perceived illness seriousness, meaning that if people with 

epilepsy in the UK felt their condition was serious the reported depressive symptoms 

increased. Additionally, depression was also positively correlated with age; there 

was an increase in reported depressive symptoms with the increase in age of 

participants. Depression has previously been associated with women of childbearing 

age with epilepsy (Beghi, Roncolato, & Visona, 2004). Depression was further 

positively correlated with perceived stigma, the more participants’ perceived stigma, 

the more reported depressive symptoms. These were all significant observations. A 

significant positive correlation was also observed with knowledge of epilepsy and 

perceived illness seriousness; the more knowledgeable the participants were about 

epilepsy, the more serious participants felt their condition was.  

Amongst the Kurdish group, a positive significant correlation was observed between 

age and seizure severity and depression. Females reported more severe seizures  

compared to males. Seizure severity was also positively correlated with knowledge 

of epilepsy; the increase in reported knowledge of epilepsy meant an increase in 

seizure severity reports.  Seizure severity was also negatively correlated with 

perceived illness seriousness and depression. Perceived illness seriousness was 

observed to be positively correlated with depression, the more serious people with 

epilepsy felt their condition was the more depressive symptoms they reported. 

There were limitations related to this study. One of the obvious limitations of this 

study relates to the measure used for seizure severity and item seven (as discussed 

earlier). Another limitation of this study relates to an item in the knowledge of 

epilepsy measure. Item 20 stated ‘‘if you forget to take antiepileptic drug for a day, it 

is usually OK to take two doses together’’. The correct response to this item is that it 
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is a ‘true’ statement according to the measure, however, this has been debated by 

medical practitioners whether this is actually the correct advice (Doughty et al., 

2003). Most of the participants in the UK selected that it was a ‘False’ (n=79) 

statement and most of the Kurdish participants stated that it was a ‘False’ (67) 

statements, and received a score of ‘zero’ as a result which would affect the outcome 

of the results. This item in the questionnaire has proved problematic and requires 

consideration (Doughty et al., 2003).  

Additional issues as a result of this study include lack of reported literatures to 

support or disprove the findings. Further research needs to be undertaken in order to 

clarify some of the findings, such as seizure severity. Additionally, data collection in 

Kurdistan, Northern Iraq, is a relatively new concept which may influence 

participant responses, to what extend is unknown.   

To summarise this study, it is shown that there is one main similarity and difference 

in people with epilepsy in the UK and the Kurdish group. The similarity is that in 

both groups it was observed that perceived stigma is significantly negatively 

correlated with quality of life and the main difference between the two groups is that 

the UK has a significantly better overall quality of life compared to those living in 

Kurdistan, Northern Iraq. The best predictors of quality of life in the UK are 

depression and perceived illness seriousness, and the Kurdish community show that 

strong predictors of quality of life lay in how severe they feel their epilepsy is and 

reported depressive symptoms.  

Depression has shown to be a strong predictor of quality of life with all people with 

epilepsy. Furthermore, perceived stigma, mediated by depression, has also shown to 

be a significant predictor of quality of life in people with epilepsy. It is also 

important to mention that among the Kurdish group perceived illness seriousness 

was approaching significance in being a predictor of quality of life. In short, as 

suggested, people with epilepsy will perceive an improvement to their quality of life 

if they managed their epilepsy better, are not as isolated and depressed and felt fewer 

stigmas from their society members (Suurmeijer et al., 2001).  
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Chapter 7: Quantitative Study of People without Epilepsy  

This chapter looks at the data collected from 316 participants without epilepsy from 

the UK and Kurdistan concerning those with the condition. The results are first 

looked at collectively then compared between the UK and the Kurdish group. 

Analyses were carried out using ANCOVA (Analysis of Covariance), Multivariate 

General Linear Model and Linear Regression; this is then followed by a discussion 

based on the results gained from the study.   

Negative attitudes and stigma are concerns that people with epilepsy have to deal 

with every day; this is especially true of areas of less developed regions, possibly 

due to lack of research and knowledge (Jacoby, Snape, & Baker, 2005; WHO, 2010). 

A study inclusive of 1,694 participants has shown that people living in the UK are 

generally well informed about epilepsy and have positive attitudes toward those with 

the condition (Jacoby et al., 2004). It is further proposed that familiarity is the best 

predictor of good knowledge and positive attitudes towards those with epilepsy, 

which have been associated with being female and higher educational attainments 

(Jacoby et al., 2004). 

An only study reported from Kurdistan in Northern Iraq is that by Abdulla (2014) 

looking at others’ knowledge and perceptions of people with epilepsy. This study 

found that knowledge of epilepsy was poor and this was paired with negative 

attitudes towards those with the condition (Abdulla, 2014). Further studies and 

information campaigns are essential as misinformation and negative attitudes affect 

those with epilepsy, which ultimately affect their quality of life (Abdulla, 2014).   

As reported in the previous study (chapter six) perceived stigma affects people with 

epilepsy, and together with depression have been found to best predict quality of life. 

Chapter six was important in understanding how people with epilepsy felt in regards 

to their quality of life. The way others perceive epilepsy in society affects those with 

the condition which makes this study an important contribution to the overall 

understanding of the experiences of people with the epilepsy. The perceived stigma 

that is reported by people with epilepsy is associated with the quality of life of those 
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with the condition. The purpose of this investigation was to check participant level of 

knowledge of epilepsy and the effects on stigma in the general population in the UK 

and Kurdistan. The lack of knowledge can lead to negative attitudes and stigma 

concerning those with epilepsy and this can negatively impact on the quality of life 

of those with the condition (WHO, 2010).  

This study will test the hypotheses:  

1. Familiarity has been associated with knowledge; it is therefore predicted that 

those who knew or had known someone with epilepsy will have significantly 

better knowledge of the condition. 

 

2. According to literature better knowledge can lower negative attitudes and 

stigma concerning people with epilepsy; it is therefore hypothesised that 

those participants with better knowledge of epilepsy will have scored 

significantly lower on the stigma scale used in this study. 

 

3. It is predicted that those participants in the Kurdish group will have scored 

significantly higher on the stigma scale of epilepsy compared to those in the 

UK group. 

7.1. Methods Section 

7.1.1. Design 

A quantitative design was used to test the hypotheses (above) in this study and to 

measure the relationship between knowledge of epilepsy and stigma concerning 

those with the condition. A quantitative method was more suitable for this study for 

similar reasons as explained in study two for people with epilepsy (chapter 5). A 

quantitative methods design tests hypotheses and checks for relationships in the data 

(Yaremko, 1986). Furthermore, a quantitative design takes into consideration large 

samples, is less time consuming and objective (Creswell, 2009, 2013).  
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7.1.2. Participants 

The Kurdish participants were all born and raised in their country of origin, this was 

mainly due to the inability to travel to and from Kurdistan because of political 

instability, also, those who emigrate often do not return for resettlement. 

Furthermore, because of the political instability of the region people from other 

countries do not immigrate to Kurdistan, which means that those in the Kurdish 

study have not been influenced by the knowledge and perceptions of non-natives. 

The UK participants, however, were restricted as to their participation; they were 

controlled for a minimum of 5 years residence in the UK to be included in this study. 

Due to the cosmopolitan nature of the UK society, where participants originated 

from could influence the outcome of the study, this was to control for long and short-

term residents and take away the influence of non-UK participants. Other inclusion 

criteria were that participants were over the age of 18 and were not diagnosed with 

epilepsy.  

7.1.3. Ethical Issues 

Ethical approval was gained from Brunel University Psychology Research Ethics 

Committee (Appendix 10.1). 

7.1.4. Measures  

Back translation was used in this study for all questionnaires carried out in Kurdistan 

(Brislin, 1970; Harkness, Van de Vijver, & Mohler, 2003), please also see methods 

section for people with epilepsy  study (chapter 6, section 6.1.4).  

At the beginning of the questionnaire there was an introduction which stated ‘‘Hello, 

thank you for agreeing to take part in this questionnaire. The following questions are 

about you, please answer as truthfully as you can. There are no right or wrong 

answer, I am only interested in your views’’, followed by demographics which 

included age, gender, marital status, occupation, highest educational qualification, 

country/town of birth, country/town of residence (if different from birth) and time at 
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place of residence. The participants were also asked ‘‘Do you know or have you ever 

known anyone who had epilepsy?’’, ‘‘Would you object to a person with epilepsy 

marrying a close relative of yours (brothers, sisters, or child)?’’, ‘‘Would you object 

to having any of your (eventual) children associate with persons who sometimes had 

epileptic seizures in school or in a playground?’’, and ‘‘Do you think that, in general, 

persons with epilepsy should be employed at the same jobs as other people?’’ 

(Young et al., 2002).        

The demographic information section was the followed by Knowledge of Epilepsy 

(Doughty et al., 2003), and Stigma Scale of Epilepsy (SSE) (Fernandes et al., 2007b, 

2007c). Each measure included its own instructions followed by the items in the 

questionnaires. At the end of the questionnaires participants were thanked for their 

time and for taking part in the study. For the UK participants, restrictions were put 

on the Survey Monkey questionnaires in that participants were unable to proceed 

unless they made one selection from each item and were unable to go back on 

questionnaires once they left the page. 

7.1.4.1. Knowledge of Epilepsy 

Knowledge of epilepsy was measured with the same scale used in study two (please 

see chapter 6, section 6.1.4.1.) (Doughty et al., 2003). This measure contained 34 

items in which participants were able to choose either a ‘True’ or ‘False’ option, and 

it primarily looked at participants’ level of knowledge in epilepsy. In total there were 

92 missing items from the questionnaires between all participants from both groups. 

As there were no instructions from the authors, a value of ‘0’ was given for each 

missing item. 

7.1.4.2. Stigma  

Perception of stigma in this study was measured by using the Stigma Scale of 

Epilepsy (Fernandes et al., 2007b, 2007c) which contained 24 items looking at other 

people’s attitudes concerning those with epilepsy. This measure was the most 

suitable for this study as the original questionnaire was used across different areas 
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and was validated for use in regions of limited resources, as is the case for Kurdistan. 

This was also a strong measure to use as the reported Cronbach’s alpha was α = 0.88. 

The instructions given to participants were ‘‘After reading each of the following 

questions, please indicate your thoughts on the following scale to show your 

opinions about epilepsy’’. An example of one of the items was ‘‘Do you think 

people with epilepsy feel able to control their own epilepsy?’’ and the options for 

participants to choose from were ‘Not at all’, ‘A little’, ‘A lot’, and ‘Totally’. Items 1 

and 4g were reverse coded and scores were calculated following directions from the 

authors: [(sum of all answered items-number of answered items) ×100] ⁄ maximum 

score possible-minimum score possible). Higher scores represented higher feelings 

stigma. There were seven missing items from the overall participant responses. 

There were no instructions from the authors on how to deal with missing data, after 

reverse coding, the decision was taken to insert ‘0’ for each missing item in SPSS.  

7.1.5.1. UK Sample Procedure 

For the UK sample, the details of the studies were sent out to researcher’s personal 

contacts from a private email account  and asked all receipients  to circulate to 

anyone who may be willing to participate, known as snowball sampling (Breakwell 

et al., 2001), (see also chapter 5, section 5.1.3.). The research details were also 

posted on Face book and LinkedIn regularly to ensure that those willing to take part 

were given considerable opportunity to do so. The UK participants were recruited 

from Epilepsy Action weekend conferences, parents from primary schools (teachers, 

staff and parents included) and Brunel University  (see chapter 6, section 6.1.5. for 

detailed procedure). Data collection continued for about 2 years to allow good 

exposure to the research and for participants to take part.  Questionnaires were made 

available on Survey Monkey for the UK group. The online questionnaire’s first page 

was the consent form of which participants had to tick to show they were happy to 

continue with the questionnaire, if this was left unmarked, the participants would not 

be able to continue with the questionnaire. After the demographics section any items 

that were not completed the system would not allow participants to continue, this 

measure was put in place to ensure forms were filled out completely, any forms that 

were not completely filled in were disregarded. In total there were 80 paper copies 
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were made for the UK group and 40 completed forms were returned. There 94 

responses from the online survey database, but only 76 had fully completed the 

forms. This meant that 18 online questionnaires were not used in the analysis. 

7.1.5.2. Kurdish Sample Procedure 

Participants in the Kurdistan group were recruited from schools (teachers and other 

staff), shopping centres and personal contacts. Due to the unavailability of resources, 

electronic copies of the questionnaire were not an option for the Kurdish participants 

and they were only provided with paper copies of the questionnaires. In total 250 

questionnaires were printed for the Kurdish group, eight of which could not be used 

as they were incomplete and 42 were not returned leaving 200 completed 

questionnaires for this group.    

7.1.5.3. General Procedure 

Potential participants were approached and given a brief description of the study and 

were asked if they would participate. Some agreed to fill in the questionnaire straight 

away, for those who agreed the consent form was highlighted to read and sign, all 

participants were required to sign a consent form prior to starting the questionnaire. 

Once the participants were happy they were asked to read all the questions carefully 

and ensure all sections were completed. Some potential participants preferred to take 

the questionnaires home and they were provided with a stamped and addressed 

envelope. As explained in the previous study (see also chapter six, sub-section 

6.1.5.) participants were helped when requested.  

All participants were provided with a debrief form and thanked for their 

participation. Contact details, in the form of an email, was highlighted on the consent 

and debrief form for all participants, should they need to make contact in regards to 

the study. 
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7.1.6. Data Analysis 

All data collected via questionnaires were entered into SPSS, accuracy was checked 

at interval stages of the data input several times, and also using SPSS, frequencies 

were checked to ensure correction of data entry and the reliability of measures used. 

The data was checked for normality and the values were within acceptable level of 

between +1 to -1 (see chapter 6, section 6.1.6. for full details). Knowledge of 

epilepsy had a value for skewness=.183 and for kurtosis=-.785, the stigma scale had 

values of skewness=.222, and kurtosis=-.240, showing that the data is distributed 

within the normal range (see chapter 6, section 6.1.6. for full details). The data was 

also checked for reliability using Cronbach’s alpha. The reliability for Knowledge of 

Epilepsy in this study for the whole group is α=.74, α=.70 for the UK group and 

α=.35 for the Kurdistan group.  In this study, the reliability for the Stigma scale for 

the whole group is α=.85, α=.90 for the UK group and α=.82 for the Kurdistan 

group. (α) =.848 for Stigma scale and α=.740 for knowledge of epilepsy, showing 

that the measures used were very reliable.  

The data was checked for outliers and the knowledge of epilepsy measure used was 

within normal distribution and outliers were not detected, however, the tests (using 

SPSS) run highlighted one outliers for the measure used for the stigma scale. Only 

one outlier was identified and the decision was made to leave the outlier as it was a 

true response of this particular participant.  
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7.2. Results  

For this study, knowledge concerning epilepsy (knowledge of epilepsy) and feeling 

of stigma concerning others with the condition (stigma scale of epilepsy) were 

investigated. 

7.2.1. Participant Characteristics 

This study included 316 participants. The participant characteristics of this study are 

below (table 14).  
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Table 14: Participant characteristics of people without epilepsy for the UK and Kurdistan 

groups 

 UK 

n             %         Total n (%) 

          Kurdistan 

 

n            %         Total n (%)     Significance 

Age 

     Mean 

     Minimum 

     Maximum  

 

39 

19 

73  

 

 

 

116 (100) 

 

 

32 

18 

68                                

  

200 (100)          .00 

                          .02 

                          .00 

Gender 

     Male 

     Female 

     Missing 

 

26 

90 

/ 

 

22.4 

77.6 

/ 

 

 

 

88 

111 

1 

 

44 

55.5 

.5 

              

                          .00 

                          .00 

                   

Marital Status 

     Single 

     Married 

     Divorced 

     Widowed 

     Living with 

Partner 

     Separated 

     Missing 

  

40 

60 

9 

3 

3 

/ 

1 

 

34.5 

51.7 

7.8 

2.6 

2.6 

/ 

.9 

  

 

 

85 

100 

5 

2 

/ 

/ 

8 

 

42.5 

50 

2.5 

1 

/ 

/ 

4 

 

                          .08 

                          .40 

                          .01 

                          .14 

 

 

                          .05 

Occupation 

     Student 

     Teacher/Lecturer 

     Office Worker 

     Civil Servant 

    

Housewife/Husband 

     Unemployed 

     Other 

 

9 

14 

20 

2 

6 

2 

56 

 

7.8 

12.1 

17.2 

1.7 

5.2 

1.7 

48.3 

 

 

 

46 

51 

2 

33 

6 

/ 

36 

 

23 

25.5 

1 

16.5 

3 

/ 

18 

 

                          .00 

                          .00 

                          .00 

                          .00 

                          .20 

 

                          .00 
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     Missing 7 6 26 13                           .02                          

Education 

     Illiterate 

     Primary School 

     Secondary School 

     Diploma 

     Undergraduate 

     Postgraduate 

     Missing 

 

/ 

/ 

35 

5 

34 

34 

8 

 

/ 

/ 

30.2 

4.3 

29.3 

29.3 

6.9 

 

 

 

2 

15 

58 

59 

54 

8 

4 

 

1 

7.5 

29 

29.5 

27 

4 

2 

 

 

 

                          .41 

                          .00 

                          .33 

                          .00 

                          .01 

 

7.2.2. Study Characteristics 

The descriptive statistics for participant responses to the questionnaire are shown in 

table 15, showing that there is a large variance between the levels of knowledge of 

epilepsy amongst the participants. This is also true for the participant responses for 

the stigma scale used. This shows that just like knowledge of epilepsy, there is a 

large variance between perceptions of stigma concerning those with epilepsy. The 

descriptive statistics for the UK group show that the knowledge of epilepsy measure 

had a high range, showing that in the UK knowledge of epilepsy is quite varied 

(table 15). It appears that those participants in the UK group have a higher mean 

(M=25.83) compared to the Kurdish group (M=18.61), (table 15). The stigma scale 

used does not show a great deal of difference between the mean scores, which is not 

significant. This does show that stigma appears to be quite similar between both 

groups. 

Table 15: Descriptive statistics for the measures used reporting mean, SD and range for the UK 

and Kurdistan groups 

  UK  Kurdistan 

  

Variables  

 

 

Mean (SD) 

 

Range (min-max) 

 

Mean (SD) 

 

Range (min-max) 

1 Knowledge of 

epilepsy 

25.83 (4.02) 19 (13-32) 18.61 (3.25)* 17 (10-27) 
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2 Stigma scale of 

epilepsy 

45.72 (15.95) 70.83 (12.50-83.33) 45.87 (14.24) 79.17 (6.94-86.11) 

 Note: Significant level are represented by *= p<.001 

 

7.2.3. Analysis 

The two measures were analysed using the Pearson’s correlation coefficient and the 

results showed that the knowledge of epilepsy measure has significant negative 

correlation with stigma concerning people with epilepsy, r=-.173, p<.01. The results 

demonstrate that people who had better knowledge of epilepsy perceived  less stigma  

concerning those with the condition. Furthermore, those indicating to have more 

stigma about people with epilepsy had less knowledge about the condition. This 

shows that in this study, knowledge about epilepsy is significantly correlated with 

stigma felt in regards to others with the condition. 

An independent t-test was used to test hypothesis one which predicted that those 

participants who know or had known someone with epilepsy will have a better 

knowledge about the condition, The results showed that there was a significant 

difference between having personal knowledge of others with epilepsy (M=22.22, 

SD=4.79) and not having personal knowledge of others with epilepsy (M=19.16, 

SD=4.77); t (310) =5.27, p<.000, d=0.64, and how much knowledge participants had 

concerning epilepsy. 

7.2.4. Hypothesis One  

It was hypothesised that those who knew or had known someone with epilepsy 

would have better knowledge about the condition. This was tested by running an 

independent t-test, the results demonstrated a significant relationship between having 

personal knowledge of others with epilepsy and the amount of knowledge 

participants had about the condition. The hypothesis stating that knowledge of 

epilepsy is increased by knowing someone with the condition is accepted. 

Analysis of Covariance (ANCOVA) was used to check the second hypothesis which 

looked at the relationship between personal knowledge of others with epilepsy, 
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knowledge concerning the condition, and groups (the UK and Kurdistan) with 

stigma concerning those with epilepsy. The results showed that knowledge 

concerning epilepsy was a significant positive predictor of perceived stigma about 

others with the condition, F (1,307) =13.23, p<.000, and group belonging was also a 

positive significant predictor, F (1,307) =7.02, p<.008. However, personal knowledge 

of others with epilepsy was not a significant predictor of the level of stigma 

concerning others with the condition.  

7.2.5. Hypothesis Two 

It was predicted that those participants with better knowledge about epilepsy will 

have scored lower on the stigma scale. By running an ANCOVA, it was 

demonstrated that knowledge of epilepsy was a significant positive predictor of 

stigma about others with epilepsy. This hypothesis is accepted as there is a clear and 

significant relationship between the level of knowledge about epilepsy and the 

amount of stigma about others with the condition.  

7.3. Subsequent Analysis 

Besides measuring knowledge of epilepsy and stigma, participants were also asked if 

they have known anyone with epilepsy, whether they would object to associate by 

marriage, if they would allow their children to play with another child with epilepsy 

and if people with epilepsy should be employed at the same jobs (Young et al., 

2002). Using Pearson’s Chi-Square (χ
2
)
 
statistics, the details of the answers given by 

participants are shown below (table 18). Table 16 shows that the majority of 

participants  have reported to have known someone with epilepsy, this appears to 

have resonated with   accepting someone close to them marrying a person  with 

epilepsy. The response to allowing their children to play with another child with 

epilepsy was positive as most stated they would not object, and the majority of 

participants felt that people with epilepsy should be employed at the same jobs. The 

table (16) does show that there is a difference between the responses indicated by the 

participants in the UK group compared to those in the Kurdistan group. This will be 

explored further later in this chapter. 
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Table 16: Descriptive statistics for participants’ responses in number and percentage  

  UK       Kurd. UK       Kurd. UK     Kurd.   

 Measures  Yes                  Total  

n (%)    

No                     Total 

n (%)   

Sub-total         Total 

  n (%) 

(χ
2
) Sign. 

       

1 Do you know or 

have known 

anyone who had 

epilepsy? 

 

86          125      211 

(41%)     (59%)  

29          72           101 

(29%)   (71%) 

115       197        312 

(37%)    (63%)   

4.26 .025 

2 Would you object 

to a person with 

epilepsy marrying 

a close relative of 

yours (brothers, 

sisters, or child)? 

 

11           94        105 

(10%)   (90%) 

 

103        103        206         

(50%)   (50%) 

114        197        311 

(37%)    (63%) 

46.80 .000 

3 Would you object 

to having any of 

your (eventual) 

children associate 

with a person who 

sometimes had 

epileptic seizures 

in school or in a 

playground? 

 

3            46           49 

 (6%)    (94%) 

113        152        265   

(43%)    (57%) 

116        198       314 

(37%)    (63%) 

23.70 .000 

4 Do you think that, 

in general, persons 

with epilepsy 

should be 

employed at the 

same jobs as other 

people? 

105        92          197             

(53%)   (47%) 

11        102          113 

(10%)  (90%) 

116       194       310        

(37%)   (63%)   

58.20 .000 

 

7.3.1. Further Analysis  

A Multivariate General Linear Model was used to further analyse the results for the 

Knowledge of Epilepsy measure. In response to ‘Do you know or have known 
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anyone who had epilepsy?’ the results showed that this was a significant outcome 

with F=30.07, p<.00, indicating that knowing someone with epilepsy positively 

influenced how well-informed people were about the condition. In response to 

‘Would you object to a person with epilepsy marrying a close relative of yours 

(brothers, sisters, or child)?’ the results indicated that this too was a significant result 

with F=7.02, p<.008, showing that better knowledge of epilepsy positively 

influenced future intentions. In response to ‘Would you object to having any of your 

(eventual) children associate with a person who sometimes had epileptic seizures in 

school or in a playground?’ the results showed another positive significant effect, F= 

15.92, p<.000. When asked ‘Do you think that, in general, persons with epilepsy 

should be employed at the same jobs as other people?’ the results was again a 

positive significant result, with F= 21.70, p<.000. 

Using the same analysis, Multivariate General Linear Model, the scores for Stigma 

Scale of Epilepsy were analysed in response to the questions as above. In response to 

‘Do you know or have known anyone who had epilepsy?’ the results showed a 

significant effect, F=6.35, p<.012, indicating that knowing someone with epilepsy 

positively influenced stigma concerning those with the condition. The results for the 

next three questions, ‘Would you object to a person with epilepsy marrying a close 

relative of yours (brothers, sisters, or child)?’, ‘Would you object to having any of 

your (eventual) children associate with a person who sometimes had epileptic 

seizures in school or in a playground?’ and ‘Do you think that, in general, persons 

with epilepsy should be employed at the same jobs as other people?’ did not show to 

be significantly influenced by perception of stigma concerning those with epilepsy.  

The analyses were investigated where education was concerned. Multiple linear 

regression was used to look at the level of education and whether this had any effect 

on the level of knowledge participants had on epilepsy and their feelings of stigma 

concerning people with epilepsy. The results showed that the level of education is a 

positive significant predictor of Knowledge of Epilepsy, F (1,302)=28.35, p<.00, R
2
= 

.083. The results further showed that education is also a positive significant predictor 

of the stigma others have about those with epilepsy, F (1,302)=5.15, p<.024, R2=.017. 

These results show that with higher educational attainments, the level of knowledge 
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about epilepsy is increased and stigma concerning people with the condition is 

reduced. The low Crohnbach’s alpha, α=.35, for the knolwedg of epilepsy measure 

could have had a negative influence on the significance levels in this study. 

7.4. UK & Kurdistan 

In this part of the results, the data has been split by country of participation. There 

were a total of 316 participants of which 116 were from the UK group and 200 from 

the Kurdish group. The groups were comparable in this study as participants were 

not diagnosed with epilepsy and all over the age of 18. The UK participants were 

aged 19 to 73 with a mean age of M=39; and the Kurdish participants were aged 18 

to 68 with a mean age of M=32. There were more female participants than males and 

the majority were either single or married in both the UK and Kurdish groups. 

 

Due to the separation of the participants according to group, a reminder of the 

hypothesis that will be tested in this section: 

3. It is predicted that those participants in the Kurdish group will have scored 

significantly higher on the stigma scale of epilepsy compared to those in the 

UK group. 

7.4.1. Analysis 

To check the data for relationships, Pearson’s correlations were used. The results 

show that knowledge of epilepsy was significantly negatively correlated with the 

stigma scale in this study, r=-.74, p<.001 among the UK group, as well as those in 

the Kurdish group, r=-.217, p<.001, which was also highly significant. This shows 

that those participants with better knowledge of epilepsy indicated less stigma 

concerning people with epilepsy in both groups.  

Further analysis using the Linear Regression showed that in the UK group, 

knowledge is a positive significant predictor of stigma, F(1,114)= 9.27, p<.003, R
2
= 
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.075. This result also resonated with the Kurdish group, F (1,198) = 9.79, p<.002, R
2
= 

.047.  

The data was then compared between the groups for the measures used. The stigma 

scale scores were first looked at and the results showed that there was no significant 

difference between the two groups, the UK and Kurdistan. The knowledge of 

epilepsy was then looked at to test hypothesis three which predicted a significant 

difference between the groups. The UK group (M=25.83, SD=4.02) was compared to 

the scores from the Kurdish group (M=18.61, SD=3.25), this was a highly significant 

result, t=17.40, p<.000, d=1.97. The results demonstrate that people in the Kurdish 

group have significantly less knowledge of epilepsy compared to those in the UK 

group; however, although the UK group have better knowledge of epilepsy, this does 

not appear to have influenced stigma concerning people with the condition. 

Comparing the scores from both groups for the stigma scale of epilepsy, a significant 

result was not obtained, indicating that feelings of stigma in regards to people with 

epilepsy is similar in both the UK and the Kurdish group, regardless of the level of 

knowledge of epilepsy that is possessed.   

7.4.2. Hypothesis Three 

It was predicted that people in the Kurdish group had scored higher on the stigma 

scale of epilepsy compared to those in the UK group. Using an independent sample 

t-test, it was discovered that this was not a true prediction as there was no significant 

difference between the groups. The null hypothesis, which states that there is no 

difference in the level of stigma in regards to people with epilepsy between the UK 

and Kurdish group, is accepted.  

7.5. Subsequent Analysis  

 

As the data was split by group, further analysis using Multivariate General Linear 

Model was run between the two measures (knowledge of epilepsy and stigma scale 

of epilepsy).   
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The knowledge of epilepsy and stigma scale of epilepsy were analysed in relation to 

the four questions asked of participants comparing the UK and Kurdish group. The 

first question: ‘Do you know or have known anyone who had epilepsy?’ showed 

highly significant results for both the UK (F=24.00, p<.000) and the Kurdish 

(F=12.67, p<.000) group, indicating that those participants specifying that they knew 

someone with epilepsy scored higher on the knowledge of epilepsy measure. When 

the same question was analysed in relation to perception of stigma, although in both 

groups those who said ‘no’ scored higher in the stigma scale, a significant result was 

not achieved.  

When participants were asked ‘Would you object to a person with epilepsy marrying 

a close relative of yours (brothers, sisters, or child)?’ the results demonstrated that 

those people indicating that they did not object (indicating a ‘no’ response) tended to 

have better knowledge of epilepsy in both groups. However, a significant result was 

only observed amongst the Kurdish group, F=4.61, p<.03. In relation to the stigma 

scale, those participants stating ‘yes’ they would object, scored higher in the stigma 

scale in the UK group but did not have a significant result. However, a significant 

result was observed amongst the Kurdish group, F=5.53, p<.02, indicating ‘no’ they 

would not object to marriage association to a close relative with a person with 

epilepsy.  

The third question asked ‘Would you object to having any of your (eventual) 

children associate with a person who sometimes had epileptic seizures in school or in 

a playground?’ the results showed that in the UK group, participants indicated that 

‘no’ they did not object to their children playing with other children with epilepsy, 

F=4.33, p<.04; however, a significant result was not observed among the Kurdish 

group. Showing that with better knowledge among the UK group changed their 

intended behaviour but this was not the case among the Kurdish group. No 

significant result was found between the stigma scores and participant response to 

this question in either group, UK or Kurdish group.  

The final questions asked ‘Do you think that, in general, persons with epilepsy 

should be employed at the same jobs as other people?’ a significant result was not 
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observed in either group, the UK or the Kurdish, this was also the case for the stigma 

scale. 

The results were further analysed to check whether education predicted knowledge 

of epilepsy and stigma for the groups separately. For the UK groups, education did 

not predict better knowledge of epilepsy or stigma concerning those with the 

condition. Amongst the Kurdish group, however, better educational attainments 

positively significantly predicts better knowledge, F (1,194) =10.94, p<.001, R
2
=.053, 

and stigma, F (1,194) =7.21, p<.008, R
2
= .036. 

7.6. Knowledge of Epilepsy – People with & without Epilepsy 

This study has shown that people in the Kurdish group without epilepsy have 

significantly less knowledge of the condition compared to those in the UK group. 

This is also apparent between the groups for people with or without epilepsy, as the 

participants  in the UK group reported significantly better knowledge of epilepsy 

compared to the participants in the Kurdish group. To compare these two groups, it 

is clear from the results that people in the UK have scored much higher than those 

living in Kurdistan. Those in the UK have better overall scores in both groups, with 

epilepsy (M= 27.71, SD= 2.77) and those without epilepsy (M= 25.83, SD= 4.02) 

compared to those living in Kurdistan with epilepsy (M= 18.22, SD= 2.68) and those 

without the condition (M= 18.61, SD= 3.25).     
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7.7. Discussion 

This study set out exploring the association of knowledge of epilepsy and stigma 

scale of epilepsy among the general population. The two variables were first 

correlated to identify any associations there may exist. This showed that stigma had a 

strong negative correlation with knowledge of epilepsy, and knowledge of epilepsy 

was also was a positive significant predictor of stigma. These results indicate that 

greater stigma concerning people with epilepsy is linked with less knowledge of the 

condition amongst the general population. This is in line with a number of reported 

literature that demonstrates that stigma is associated with lack of knowledge Tekle-

Haimanot et al., 1991; Doughty et al., 2003).   

The analysis then looked at the questions put to the participants at the start of the 

questionnaire, enquiring about whether they knew or had known someone with 

epilepsy and whether they would object to future associations. The results showed 

that knowing someone with epilepsy can have a significant effect on knowledge of 

the condition and how stigmatised people feel in regards to others with epilepsy. It 

was also shown that people with better knowledge of epilepsy did not object to a 

close member of their family to marry a person with the condition. Participants with 

better knowledge of epilepsy also indicated that they would not object to their 

children (or eventual children) to play with a child with epilepsy, and when 

participants were prompted, they also stated that people with epilepsy should be 

employed in the same jobs as other people. These results were all highly significant 

and demonstrate that better knowledge of epilepsy affected perception of others in 

society, and studies have shown this can have a knock on effect on people with the 

condition (Jacoby & Austin, 2007; Fernandes et al. 2008; Hosseini et al., 2010; 

WHO, 2010).  

The data was then split by group, the UK and Kurdistan, and further analysis carried 

out. The results showed that stigma was negatively correlated with knowledge of 

epilepsy in both groups separately; and knowledge showed to be a significant 

predictor of stigma. This demonstrates that people with better knowledge of epilepsy 

indicated less stigma concerning people with the condition in the UK and Kurdish 
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group. This was an expected result as lack of knowledge of epilepsy has previously 

been linked with greater level of stigma in regards to those with the condition 

(Shehata & Mahran, 2011, Abdulla, 2014). The data were then compared for the 

scores between the groups. The analysis showed that people in the UK group had 

significantly better knowledge of epilepsy compared to those in the Kurdish group. 

This proved to be a significant result, and previous research has shown that people 

from the UK possess good knowledge of epilepsy (Doughty et al., 2003). A study 

reported from Kurdistan, in Northern Iraq, has highlighted the extreme lack of 

knowledge regarding epilepsy amongst primary school head teachers where 

participants believed that children with epilepsy should be taught in separate classes 

and stated that those with epilepsy should not take part in physical exercise (Abdulla, 

2014). Similar findings were reported from a Turkish study where teachers felt 

pupils with epilepsy should be taught in separate classes (Aydin & Yildiz, 2007).   

The groups were also compared for the stigma scale of epilepsy and the results 

indicated that there was no significant difference between the two groups. This is an 

unexpected result as the UK population have shown to possess good knowledge of 

epilepsy and have less  stigma concerning those with the condition (Doughty et al., 

2003) compared to those in the Kurdish group. Literature has shown that knowledge 

is poor in these regions, which is understood to lead to  stigma concerning  epilepsy 

and those with the condition (WHO, 2010; Abdulla, 2014). It is reported that stigma 

differs depending on where in the world people live, and the findings of this study 

have further supported this (Jacoby & Austin, 2007; Shehata & Mahran, 2011). This 

result also indicate that although in the UK people are aware of conditions, such as 

diabetes, asthma, epilepsy and cancer, their knowledge may not be in-depth enough 

to affect the perception of stigma.  

This study did not set out to test any particular theory; however, it has come out in 

support of relevant theories in the field. The socio-cultural perspective (Jones et al., 

1984) is a model to explain how people can negatively stereotype others with 

characteristics that may deviate from the norm. This model suggests that the 

experiences from the society that individuals inhabit, including information from our 

parents and the media, affects how perceptions are formed regarding stigmatising 
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condition, such as epilepsy. This theory further suggests that limited exposure and 

incorrect information can result in conclusions that may be unaccepting of people 

with stigmatising conditions (Jones et al., 1984). This theory may explain the amount 

of knowledge that participants in the Kurdish group have about epilepsy and how 

negative attitudes towards those with the condition are formed. 

The groups were then compared on their responses to the questions of knowing and 

associating with someone with epilepsy. It was found that both groups had better 

knowledge when they had indicated they had personal knowledge of others with the 

condition, these were significant results. When participants were asked if they would 

object to a person with epilepsy and a future marriage association to a close relative, 

the UK group showed that with better knowledge, they did not object to marriage 

association. However, in the Kurdish group even with better knowledge of epilepsy, 

participants indicated they still objected to marriage association with someone with 

epilepsy, these results were both significant in their direction.  

This study raises questions as to the reasons why knowledge does not appear to have 

a significant effect on stigma but affects the responses of participants when it comes 

to marriage to a close relative among the Kurdish group. This is in line with studies 

that report that most people may have heard about a condition but may not possess 

adequate information regarding the condition (Mecarelli et al., 2007). This result 

resonates with a study carried out in Iran, where although participants had positive 

attitudes towards those with epilepsy, they objected to association by marriage with 

someone with the condition (Masoudnia, 2009; Ghanean et al., 2013). This is similar 

to findings reported from Turkey (Demirci et al., 2007). There is a possibility that 

the prospect of epilepsy having a genetic link may cause concern amongst the 

general population in fear of the condition being passed on to future generations 

(WHO, 2010). A Brazilian study showed that better knowledge and familiarity about 

epilepsy as a neurological condition, were associated with higher socio-economic 

status, however, this was not observed to positively influence attitudes as 

associations by marriage was still objected by participants (Santos et al., 1998). The 

results of the present study may be to do the question of hereditary in epilepsy, as 

found in a Chinese study where there were gaps in knowledge, especially when it 
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comes to the genetic and hereditary factors (Snape et al., 2009). So the reasons for 

people without epilepsy not wanting a member of their close family associating with 

someone with epilepsy by marriage may be due to the questions of genetically 

passing on this condition.  

Goffman’s (1969) proposal of how individual identities are formed and maintained 

according to how we want others to identify us, is affected by how others perceive us 

in society, can be associated with the results of this study. The results showing that 

even with better knowledge about epilepsy, others’ future intentions are negative, in 

that participants from the Kurdish group objected future associations. This could be 

related back to what Goffman (1963) called ‘spoiled interactions’. In order for others 

to maintain their own identity in their society, they may not want to be associated 

with a discreditable or disgraceful condition, or indeed, the discredited or disgraced 

by other members of society. This is one of the issues that appear to surround those 

with epilepsy. Although, the results did show that most people would not object to 

others with epilepsy to be employed at the same jobs as themselves, this could be 

that the level of stigma is different according to situations. Just as Goffman argues 

that people can play different characters according to different situations, such as 

work, home, and social settings, having a close relation to a person with a 

discreditable condition may not be desirable and could jeopardise own identity in 

that given society. Having a work relation may not have a great impact on the 

identity of an individual, however, having personal associations with others with 

epilepsy, could affect how they could be viewed by others.   

This gap in knowledge and misconceptions about epilepsy may be the reason that a 

study in India has shown that 55% of participants concealed their epilepsy in fear of 

marriage arrangement breakup (Santosh et al., 2007). This was shown among the 

qualitative study (chapter five) that those with epilepsy in the UK tend to disclose 

their condition to those close to them while participants in the Kurdish group conceal 

their condition from others in fear of repercussions as a result. Contradictory to this a 

study has been presented by Young et al. (2002) showing that among Canadian 

college students 95% of their sample would not object to marriage by a close relative 

to a person with epilepsy.  
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In the present study, when participants were asked if they would allow their children 

to play with other children with epilepsy, those in the UK group with better 

knowledge of epilepsy did not object to this, however, a significant result was not 

obtained for the Kurdish group. This study has so far shown the difference between 

the two groups in that with better knowledge of epilepsy those in the UK group have 

a positive intended outcome towards people with epilepsy, however, this has not 

been observed among the Kurdish group. Significant results were not found when 

asked about employment in any of the groups, whether people with epilepsy should 

be employed at the same jobs as others without epilepsy. This may be due to the 

nature of the jobs that participants may have felt dangerous for the symptoms 

experienced by those with epilepsy, as some symptoms of epilepsy can be 

unpredictable (Chadwick & Usiskin, 1992).     

Educational status has been highly linked with the amount of knowledge participants 

have on epilepsy (Rafael et al., 2010) and the amount of stigma (Doughty et al., 

2003) they have towards people with the condition. This study has shown that 

educational attainments was a significant positive predictor of knowledge of epilepsy 

and stigma amongst the groups collectively (the UK and Kurdistan together) and also 

the Kurdish group separately but not amongst the UK group.  

The scores from the stigma scale were compared between the two groups, the UK 

and Kurdistan. In both groups the responses from participants showed that those who 

did not know someone with epilepsy had higher scores on the stigma measure used 

in the study. However, there was no significant difference between the UK and 

Kurdish groups in their responses to having known someone with epilepsy and  

stigma concerning a person with the condition. Among the UK group, a significant 

result was not achieved when referring to marriage association even with a high 

score on stigma, showing that even when people in the UK feel stigmatised in 

regards to others with epilepsy, this did not affect their objection for future marriage 

of a close relative to a person with the condition. This cannot be said for the Kurdish 

group, as those who had higher stigma perceptions of people with epilepsy felt that 

they would object to a person with epilepsy marrying someone close to themselves, 

this was a significant result. This may be better explained by other studies (Jacoby & 
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Austin, 2007; Shehata & Mahran, 2011; & Fernandes et al, 2008) stating that where 

a person lives in the world and the society they are part of will affect the level of 

stigma they have in regards to others with epilepsy.  

The results of this study have shown that there is a clear divide between the UK and 

Kurdistan groups and the level knowledge participants reported to have   about 

epilepsy, although stigma was just as high in both sets of data. It appears that 

knowledge also affects the intended future decisions made by those in the UK and 

Kurdistan in different ways. While those in the UK group who had better knowledge 

of epilepsy appear to show positive intended action when it comes to future 

associations, better knowledge does not equate to a more positive outcome among 

the Kurdish group. It is also important to note that being educated has been linked 

with better general understanding of epilepsy, and this was shown in this study. 

Another important factor is that this study has demonstrated that where a person 

lives in the world affects intended behaviour, it may be that education about 

stigmatising conditions are needed in order to reduce that stigma concerning those 

with epilepsy. 

This study was not without its limitations. The questionnaires used for this study 

were not standardised to use in Kurdistan and all materials had to be translated and 

back translated, which raises some issues (see chapter five, sub-section 5.3). Another 

limitation is relating to the Knowledge of Epilepsy measure, in which item 20 has 

been questioned for its accuracy (see chapter six, sub-section 6.5). Just as discussed 

in previous chapters, research is quite a new development is Kurdistan, this may 

have affected participant responses, however, the implications are unknown at this 

stage.   
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Chapter 8: General Discussion & Conclusion 

This chapter combines the discussions from all three studies and compares the 

outcomes in relation to published literature.   

It is ironic that the first published explanations of epilepsy, as a medical condition, 

were recorded in Iraq (historically Babylon or Mesopotamia) some 4000 years ago, 

not far from where data for this research was collected. In current times, however, it 

appears that this region of the world  lacks in reported literature about epilepsy as a 

neurological condition and the  effects of diagnosis on a person (Seidenberg et al. 

2004; Raggi et al., 2015). Epilepsy is a complex condition and although medical 

understanding of this chronic condition has advanced (Kelso & Cock, 2004), 

considering the length of time the origins of epilepsy is known and the work that has 

been directed in this area, it is still a somewhat mysterious condition, especially for 

those in the developing countries (WHO, 2010). This is mainly due to the many 

varieties of epilepsy and numerous types of symptoms associated with epilepsy 

(ILAE, 2014). This research has added to and confirmed some literature reports 

regarding epilepsy.   

The first study, a qualitative investigation into the lives of people with epilepsy 

(chapter five) highlighted some similarities and differences between the UK and 

Kurdistan group. The UK participants appeared much more knowledgeable about 

their condition and the restrictions placed upon them as a direct result of their 

diagnosis. This positive outlook could be associated with the support of the medical 

profession and the level of knowledge participants were equipped with, such as 

knowing the cause and origin of their condition, and the triggers and symptoms to 

look out for. Adequate medical support and self-awareness appeared to further aid 

better coping and adjustment to their epilepsy among the UK group. Additionally, 

another positive factor was the level of perceived control some participants from the 

UK group felt they possessed over their symptoms, for example, having a healthy 

lifestyle and getting adequate rest.  
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In contrast, acceptance and coping with epilepsy amongst the Kurdish group came 

from religious and spiritual beliefs in ‘God’ as it has previously been reported in this 

area (Ismail et al., 2005). It has been found that people from a Muslim background in 

the UK also believe that it was God’s will that they had epilepsy and acceptance 

appeared to come from the comfort of that thought process (Ismail et al., 2005). This 

relates to this present research, where ‘God’ was referred to during the interviews 

(chapter five) when enquiring about causations and coping. It appears that among the 

Kurdistan group participants would state that they had no choice but to accept their 

condition as it was from ‘God’, however, this does not mean to say that they had 

dealt with the psychological issues of having a chronic neurological condition, only 

that they had no other explanations for having epilepsy. Current literature has 

highlighted religion as a source of active coping mechanism where people have been 

diagnosed with a serious health condition such as epilepsy (Cummings & Pargament, 

2010). Further research is recommended to highlight whether religion has helped 

those with epilepsy in Kurdistan cope with their diagnosis by using Psychological 

Measures of Islamic Religiousness. This measure enquires to the extend religion 

helps in their coping mechanisms (Abu Raiya, Pargament, Mahoney, & Stein, 2008). 

Another factor contributing to the acceptance from a spiritual entity may be due to 

the absence of investigative tools in the developing countries (Birbeck, 2010) which 

may also be linked with the lack of knowledge in these regions of the world.  

Perceived lack of control over seizures is known to impact people with epilepsy even 

with periods of seizure freedom and has been linked with quality of life (Jacoby, 

1992; Baker et al., 1997; Krakow, Bühler, & Haltenhof, 1999; Ahmad, 2011). The 

lack of control over seizures is a hindrance and a source of worry for many people 

with epilepsy and was highlighted in the qualitative study (chapter five) amongst all 

people with epilepsy, especially those in the Kurdish group.  

As a result of this study (chapter five) it is proposed that the anticipation of stigma is 

associated with participants in the Kurdistan group choosing to conceal their 

condition rather than be open with those around them (Kleck, et al., 1968; Schnieder 

& Conrad, 1980; Joachim & Acorn, 2000). In other studies, it has been suggested 

that disclosure among some German participants were more likely to take place if 
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they felt that a seizure would occur and give them away or they anticipated a 

supportive social environment (Tröster, 1997). Among the participants in the 

Kurdish group, social support outside of the immediate family was not available  to 

those with epilepsy. Furthermore, as epilepsy may have negative connotations 

attached to it, it is unlikely that a Kurdish person with epilepsy will disclose their 

condition willingly to anyone outside the comfort of their immediate family, as it has 

been found in previous studies carried out in Middle-East (Good, 1994; Baker et l., 

2005; WHO, 2010; Ahmad, 2011).      

Among the Kurdish group, epilepsy appeared to define the person with the 

condition, and affected their lives in regards to work, friendship and marriage. It 

appears that better knowledge of epilepsy could lead to some of the misconceptions 

about this condition, which can lead to stigma, disintegrate by arming those with the 

condition to have a more positive outlook on their future. This could affect better 

coping and adjustment to epilepsy. Furthermore, it appeared that people with 

epilepsy felt devalued because of their condition, due to the views held in that region 

about epilepsy. A person with epilepsy in the Kurdistan region is not ‘normal’, and 

people with the condition and their families are undervalued. This is where 

Goffman’s ‘spoiled interaction’ can be used to explain the types of behaviour 

reported by the Kurdish participants. This was shown to have a negative effect on the 

life of a person with epilepsy in regards to the stigma they felt and the support they 

received outside the immediate family. This could be associated with the lack of 

knowledge people have about epilepsy or the absence of literature in this area, which 

has not helped advance the support available for those with epilepsy. Stigma can 

have a negative impact and has been linked with the quality of life of people with 

epilepsy (Whatley et al., 2010; Ahmad, 2011).      

Descriptions of felt and enacted stigma were given by the UK and Kurdish 

participants, but in different ways (Scambler & Hopkins, 1990; Scambler, 1993; 

Jacoby & Austin, 2007). Among the UK group, reports of enacted stigma, especially 

institutionalised stigma, were raised where the restrictions on driving and 

employment affected them (Jacoby and Austin, 2007). However, the stigma reported 

by the participants in the Kurdistan group related to social acceptance and their 
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position in their community. This could affect education and marriage prospects for 

those with epilepsy in Kurdistan (Ahmad, 2011). More Kurdish participants referred 

to felt stigma, and this type has been reported to be more distressing for the 

individual (Scambler & Hopkins, 1990; Scambler, 1993; Jacoby & Austin, 2007). 

The types of stigma as described by those in the Kurdistan group could further be 

linked with the negative attributes model (Katz, 1981). This model suggests that 

people may be stigmatised by others in their society if they are perceived to have 

negative or undesirable traits or characteristics.  

The second study (chapter 6) of people with epilepsy (quantitative method) showed 

another dimension of the experiences of people with the condition. Depression is one 

of the impacts of an epilepsy diagnosis (Ramaratnam et al., 2008; Mehndiratta & 

Sajatovic, 2013; Drinovac et al., 2015; Micoulaud-Franchi et al., 2015) and has been 

found to negatively influence quality of life (Boylan et al., 2004; Tedrus et al., 2013; 

Drinovac et al., 2015; Micoulaud-Franchi et al., 2015). Studies have shown that 

depression is a strong predictor of quality of life in people with epilepsy (Seidenberg 

et al. 2004; Raggi et al., 2015); furthermore, depression has also been found to be a 

significant predictor of suicide in people with epilepsy (Hecimovic et al., 2012). 

From this research it is clear that depression exists among people with epilepsy, 

especially in the Kurdistan group. Similarities between the UK and the Kurdistan 

groups were apparent where depression strongly predicted quality of life amongst all 

people with epilepsy, collectively and separated by group.  

Further findings as a result of this research showed that amongst people with 

epilepsy, reported symptoms of depression significantly correlated with seizure 

severity and knowledge of epilepsy. Indicating that the less knowledgeable the 

participants reported they were about their condition the more depressed they 

reported to be, also the more severe the reported seizures the more depressed 

participants stated being. This study further highlighted that the more depressed the 

participants reported being, the more serious they felt their condition was, this 

resonated among the UK and Kurdish groups separately as well as a whole group. 
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This study has highlighted that people with epilepsy in the UK have a significantly 

better quality of life compared to those in the Kurdistan group, resonating with 

literature  reports showing that quality of life is compromised for those with epilepsy 

in culturally bound societies where lack of knowledge is also a factor (Mrabet, 

Mrabet, Zouari, & Ghachem, 2004; Ahmad, 2011; Tedrus et al., 2013; Abdulla, 

2014). Poorer quality of life, in the developing countries, has been associated with 

lower employment (Bahou, Jaber & Kasasbeh, 2011), fewer marriage prospects 

(Amir et al., 1999) and anticipation of stigma (Ahmad, 2011). The restrictions to 

advancements in health care and technologies, together with religious and 

individuals’ restrictions have a detrimental effect on quality of life in people with 

epilepsy (WHO, 2003; Scott at al., 2001); similar impacts could be associated with 

Kurdistan.  

The study of people with epilepsy (chapter 6) highlighted the variables that 

significantly predict quality of life. For this group, the results demonstrated that 

quality of life is affected by where in the world a person lives (WHO, 2010; 

Fernandes et al. 2008). Quality of life was shown to be significantly better for those 

with epilepsy living in a developed country such as the UK compared to those living 

in a developing area of the world, Kurdistan. It was also clear that among the UK 

participants perceived illness seriousness, depression and perceived stigma 

negatively correlated with quality of life using Pearson’s correlation. These same 

significant correlations were also observed among the Kurdistan group. However, 

significant predictors of quality of life among the UK group were perceived illness 

seriousness and depression. These variables have a significant negative impact on 

quality of life of a person in the UK with epilepsy. Also, further analysis highlighted 

that depression mediated the effects of perceived stigma, which was also a 

significant predictor.  

Just as observed amongst the UK group, the results from the Kurdish group also 

showed that perceived stigma did not have a direct negative influence on quality of 

life. However, perceived stigma, with depression as a mediating variable, indirectly 

and negatively influenced the quality of life of people with epilepsy amongst the 

participants in both groups with epilepsy. These results are crucial in that it is the 
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first of its kind to look at these two groups and will also provide to be a great 

foundation for future research.  

Among the Kurdistan group it was observed that the best predictors of quality of life 

were depression and seizure severity. The more depressive symptoms a person with 

epilepsy reports in Kurdistan, the more likely this will negatively affect their quality 

of life. An unexpected result was observed among the Kurdish group where seizure 

severity was concerned. The results showed that reports of  more severe  seizures by 

the participants, resulted in better  quality of life, this contradicts other studies in this 

area (Harden et al., 2007; Bautista & Glen, 2009; Sancho et al., 2010; Milovanović 

et al., 2014). This unexpected result could be down to a number of factors. This 

region in Middle-East is not researched often and filling in questionnaires are a new 

exercise which could have affected how participants selected their choices. Another 

possible explanation could be down to the support that is provided by the families of 

those with epilepsy. That having severe seizures could impact on more support given 

to the person with epilepsy which could lead to a better reported quality of life of 

those with the condition. Another explanation could be that due to the nature of 

epilepsy, it is difficult for those experiencing a seizure to be aware of how severe 

they are when the person experiencing the episodes is sometimes unconscious 

(WHO, 2010; ILAE, 2014). Also, it could be that the measure used for this research 

was not suitable and the participants could not relate to it. A final possible 

explanation for the unexpected result is that participants may have experienced the 

Hello-Goodbye effect (Choi & Pak, 2007).  This is where participants may have felt 

that they would need to exaggerate their seizure severity in order to take part in the 

study. This result needs further exploration to investigate the reasons for this 

unexpected outcome from the Kurdistan group.  

The final study as part of this research was that of people without epilepsy (chapter 

7). The results showed that knowledge of epilepsy is significantly correlated with 

stigma concerning people with the condition in the UK and Kurdistan group, and is 

significant predictor for stigma. This is in line with the literature suggesting that 

better knowledge of epilepsy can have a positive influence on the level of stigma 

others feel in regards to those with the condition (Shehata & Mahran, 2011). The 
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results further highlighted that participants in the UK group demonstrated a 

significantly better knowledge of epilepsy compared to those in the Kurdistan group. 

These results confirm findings that suggest the UK population have a good 

knowledge of epilepsy (Doughty et al., 2003) and that Kurdistan is lacking in 

knowledge of the condition (Abdulla, 2014). However, although stigma concerning 

people with epilepsy was higher in Kurdistan compared to the UK, this was not a 

significant difference.  

The results also showed that with better knowledge of epilepsy, people in the UK do 

not object to a close relative marrying someone with epilepsy, however, in the 

Kurdistan group, participants still objected to marriage association with a person 

with epilepsy. This is in line with studies carried out in neighbouring Iran 

(Masoudnia, 2009; Ghanean et al., 2013), and Turkey (Demirci  et al., 2007). This 

could be explained by the genetic associations of epilepsy (WHO, 2010), that people 

are worried that epilepsy can be genetically inherited and affect future generations. 

This could also be down to the society people belong to. Epilepsy is potentially a 

disgraceful condition and others may not want to be closely associated with others 

who are not respected in society in fear of ‘spoiled interaction’ (Goffman, 1963). It 

may be this negative attitude that hinders people with epilepsy to disclose their 

condition from others in Kurdistan, as this could affect the lives of those with the 

condition, in circumstances such as education (Ahmad, 2011) and marriage prospects 

(Santosh et al., 2007).  

Education has previously been associated with the level of knowledge people have 

and the amount of stigma they feel concerning those with the condition (Rafael et al., 

2010). The present study (chapter 7) confirmed this by showing that higher 

educational attainments were associated with the level of knowledge and how much 

stigma they felt in regards to those with the condition. This study, like others, has 

shown that there is a clear divide on the level of knowledge a person has about 

epilepsy depending on which part of the world they live in (Jacoby & Austin, 2007; 

Fernandes et al, 2008; Shehata & Mahran, 2011). Although, the UK has shown to 

have significantly more knowledge of epilepsy compared to Kurdistan, this was not 

matched by a significantly less stigma concerning those with the condition. 
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The results of this research can add to quality of life theories, in that more attention 

needs to be paid to its symptoms and the management of epilepsy. The quality of life 

in epilepsy appears to be influenced by psychosocial factors, such as depression 

(chapter 6), adjustment and coping (chapter five), and also societal factors such as 

stigma (chapters five & six). The severity of the seizures itself, appear to be 

insignificant where the quality of life of someone with epilepsy is concerned, it may 

be more the inconsistency and frequency of the episodes that negatively influence 

those with the condition. It is proposed, as a result of this research, that quality of life 

theories in epilepsy include the impacts of the symptoms of the condition, available 

treatment, psychosocial measures and cultural or societal considerations, as well as 

perceived control over the symptoms. An addition to the WHO (2003) International 

Classification of Functioning, Disability and Health (ICF) to include epilepsy and its 

associated issues, such as stigma, symptoms and treatments, would be suggested as 

this model also includes social, political and environmental impacts on quality of 

life.        

The concept of individualism and collectivism as presented by Hofstede (1980) 

could be applied to some aspects of the findings of this research. The collective 

characteristics of the two cultures appear to be significant in influencing the 

differences observed between the measures used. There appears to be a significant 

difference between the level of knowledge about epilepsy between the two cultures, 

as well as perceived and reported stigma which could influence the reported quality 

of life of people with the condition. Furthermore, the observations made in chapter 

five in relation to stigma and concealing or disclosing of an epilepsy diagnosis could 

be influenced by factors in the individualism/collectivism characteristics. The 

Kurdish participants, belonging to a collectivist society, were hesitant to disclose 

their condition, and according to this concept, could be influenced by protecting the 

family from negative association made by others as a result. This could also be true 

in cases of men with epilepsy in Kurdistan as they are expected to be strong and 

cannot be seen to be weak.  

Amongst the UK participants, belonging to an individualistic culture, the differences 

were also apparent. In this type of society, where individual’s connections are 

‘loose’, individuals believe in their own dignity. Participants with epilepsy (chapter 
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five) were comfortable with disclosing their epilepsy to those around them. This 

could be associated with members of society being exposed to more information 

about epilepsy and the power distance between individuals in society. 

Whilst the above concept is useful for recognising the differences between cultures, 

it has also received numerous criticisms in regards to the assumptions made by the 

model. The classification of individualism/collectivism dichotomy as proposed by 

Hofstede (1980) is the process of collective characteristics of different societies and 

does not explain behaviour at an individual level (Oyserman, Coon, & 

Kemmelmeier, 2002). Assuming the individualism/collectivism assessment is 

relevant at an individual level, is one of the drawbacks of applying Hofstede’s 

method (Oyserman et al., 2002). This method further suggests that the classifications 

of individualism/collectivism and its application for different cultures are stable over 

time, which may not be the case as the wealth of a country could be subject to 

change which, according to this concept, precedes individualism (Oyserman et al., 

2002). It further assumes the individualistic perspective from the American 

European research to be an adequate model of behaviour for application to other 

countries, this is arguable as belonging to the same category of 

individualism/collectivism does not imply that the meaning of values are consistent 

across all societies for all individuals (Gouveia & Ros, 2000). It is also important to 

state that using Hofstede’s (1980) measure is a rigid process and presumes that 

individualism and collectivism are on the opposite sides of the same spectrum where 

a country or society belongs to one or the other (Oyserman et al., 2002). This 

concept suggests that if a society is high in collectivist values then they must be low 

in individualism traits (Oyserman et al., 2002).  

The individualism/collectivism assumption is that individualistic members of society 

are self serving and are more interested in achieving personal goals compared to 

collectivist members of society where they are devoted to their group or community 

progression (Schwartz, 1990). It could be that societies could share some cultural 

values and still belong to either a collectivist or individualistic society; however, 

Hofstede’s concept does not give freedom for this proposal (Oyserman et al., 2002). 

Viewing individualism/collectivism as being in conflict overlooks the similarities 

they share (Schwartz, 1990). Values that are important to individuals, such as 
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wisdom or knowledge, could exist in both individualistic and collectivist societies as 

it can serve both personal and group growth (Schwartz, 1990). Additionally, there 

may be values that could serve collective goals amongst individuals in all societies, 

such as equality and preserving nature (Schwartz, 1990).   

Whilst the individualism/collectivism model is an informative tool to guide 

researchers of collective characteristics of different societies, behaviours of its 

members from an individual standpoint should not be assumed (Oyserman et al., 

2002). It should also be noted that the individualism criteria is based on how 

American individuals view themselves and this may not be applicable if taken out of 

context  and applied to individuals from other cultures (Oyserman et al., 2002). 

The results of this research have shown that quality of life is indeed affected by 

where in the world a person lives (Fernandes et al, 2008; WHO, 2010). Living in a 

developed society with better knowledge of conditions, such as epilepsy, has a 

significant positive effect on the reported overall quality of life, compared with 

living in a developing region. This is also matched by the high levels of perceived 

and anticipated stigma due to the nature of epilepsy and the fear of being a 

‘discredited’ member of society (Goffman, 1963). Goffman’s concept of stigma is 

valid still and has been resurrected once more, based on the results of this research. 

The theory of the ‘discreditable’ and ‘discredited’ is also very relevant in this study, 

as is the notion of ‘spoiled interaction’ (Goffman, 1963, 1969). A possible addition, 

based on these results, would be that within the different types of stigma, Goffman 

has presented, there are possibly levels of acceptance or discreditation by others. An 

individual may be fully discredited or disgraced if they have the potential to be a 

close member of their family and have, a possible, direct impact on others but not 

discredited fully if having to only work with those with stigmatising characteristics, 

in which case it is an indirect influence.  

There is a high level of reported depression among people with epilepsy, which 

appears to be affected by the symptoms of the condition, the environment individuals 

belong to and their prospects (Beck, 2002). Future prospects for those with epilepsy 

appears grim, according to the findings of this research, due to the anticipated 

stigma, uncertainty of seizure occurrences, reported depressive symptoms and the 
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seriousness of the condition itself. All these factors impact negatively on the 

outcome of quality of life. With a diagnosis of a serious chronic condition, such as 

epilepsy, it is highly recommended that diagnosing this condition be matched by 

support and education to guide acceptance and management by those directly 

affected by epilepsy. It has been previously reported that social support has a 

positive influence on illnesses management (Gallant, 2003). Furthermore, better 

support has been found to have a positive effect on the sense of mastery among those 

with epilepsy (Amire, et al, 1999).    

This research was not without its limitations. One of the main negative points 

associated with this research, and in particular the qualitative study, is the issue 

surrounding data collected in a different language.  Interview data had to be 

translated into English, which can be questioned for its rigorousness as it is not 

standard practice, as yet, to translate and back translate interview material (Chen & 

Boore, 2010). The contents of the interviews of the qualitative study were not back 

translated, which may have led to essential data being lost in translation (Jagosh & 

Boudreau, 2009; Chen & Boore, 2010). There does not appear to be any set 

standards for qualitative researchers to follow as a guide for producing data in a 

different language to English, however, there is a rise in literature highlighting this 

very issue (Jagosh & Boudreau, 2009; Chen & Boore, 2010).  Additionally, it has 

been suggested that further understanding of translation, back translation and 

transliteration is much needed in order for social health research to advance. This is 

due to qualitative research methods being used much more in health related studies 

(Jagosh & Boudreau, 2009; Regmi, Naidoo, & Pilkington, 2010; Chen & Boore, 

2010). Bearing this limitation in mind, it is also reported that although the exact 

wording of translations may not be in the same place, the meaning and the essence of 

an interview can still be captured by the translation of the data into a different 

language (Wong & Poon, 2010). 

Another factor that may have influenced the qualitative study outcome further is that 

amongst the UK group, nine out of the ten participants were recruited from an 

epilepsy conference held for those with the condition in the UK. This may have 

affected the results in that people with epilepsy attending this conference may have a 
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better understanding and awareness of their condition. Furthermore, the conference 

appeared to be a support network for those with epilepsy, this is far more than what 

was available to those with epilepsy in Kurdistan. This could have influenced the 

outcome of this study, however, to what degree, it is unknown. 

A further limitation of this research is that, although every care was taken in 

translating and back translating the quantitative questionnaires, they have not gone 

through the rigorous testing to ensure they are standardised to use in the Kurdish 

language, which may have had an unknown effect. 

From the research it is clear that there is a distinction in how the UK and the 

Kurdistan group have differed in their response to an epilepsy diagnosis. Stigma 

plays a fundamental role in the quality of life of a person with this condition and 

many variables contribute to this outcome. The results of this research has  shown 

that knowledge of epilepsy is significantly better in the UK as a developed country, 

however, knowledge of this condition is somewhat lacking in Kurdistan, northern 

Iraq, as a developing region. This lack of knowledge of epilepsy leads to high levels 

of perceived stigma and negatively affects quality of life in those with the condition. 

It is recommended that more care should be taken when diagnosing an epileptic 

condition. This care is critical as the medical profession may be diagnosing someone 

who is originally from a developing country where there still remain high levels of 

misconceptions. However, this could be just as important for someone from the UK 

as this could lead to problems of acceptance for the patient and their family. This 

could depend on how their community perceive epilepsy. It has been suggested that 

support groups may be helpful for people with epilepsy to help them accept and 

manage their condition better (Amir et al., 1999).  

In Kurdistan, Northern Iraq, epilepsy is poorly understood and there is limited 

support for a person with epilepsy outside of their familial support network. This has 

led to significant stigma experienced by those with the condition from the society 

live in, which affects their life considerably. The findings of this research will be 

presented to the local government and regional policy makers for better provision for 

those diagnosed with epilepsy.  
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It is recommended that work on the impact of an epilepsy diagnosis is highlighted 

further, especially in less developed regions, in order for better quality of life to be 

achieved for people with epilepsy. It appears that support is needed for those with 

epilepsy to ensure they are equipped with the correct and adequate knowledge in 

order to be able to adjust and cope with their epilepsy. Awareness is also needed for 

the general public as negative attitudes from the general public can have a negative 

influence on the stigma experienced by those with epilepsy. Furthermore, support is 

needed to ensure that depressive symptoms are recognised in people with epilepsy 

and treated with the correct therapy.  As a result of this research, it is proposed that 

these recommendations collectively may have a positive influence on the quality of 

life of people with epilepsy in the UK and Kurdistan. 

In conclusion, this was an essential research and can be a firm foundation for further 

research in this area. This research is the first of its kind and will go a long way 

towards knowledge about epilepsy and the support needed to improve people’s 

quality of life. Perceived stigma and stigma concerning those with the condition have 

been highlighted across both groups; however, felt stigma was more prevalent 

amongst the Kurdish group. Knowledge could also be directed at those without 

epilepsy as this has a great impact on how people with the condition are treated in 

society. Additional research is much needed to further explore the findings of the 

current studies, such as the reason for seizure severity positively predicting quality of 

life amongst Kurdish people with epilepsy, and to further the academic literature and 

to provide a firm foundation for growth of knowledge in this field.   
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10.2. Kurdistan Permission to Carry out Research in Neurology Clinic 
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10.3. Interview Schedule English  

 

Demographics: 

 

1. How old are you?  

 

2. What is your marital status? 

 

3. Do you have any dependants? 

 

4. What is your occupation? 

 

5. How long have you had epilepsy? 

 

6. Do you know other people with epilepsy? 

 

7. Tell me the circumstances around your diagnosis. 

 

8. How did you feel when you were first diagnosed? 

 

9. What was your knowledge of epilepsy before your diagnosis? 

 

10. How confident are you that you have good knowledge of epilepsy? 

 

11. What type of support did you get from your family/friends? 

 

12. How are you now? Do you have regular seizures? 

 

13. Explain how you feel before a seizure. 

 

14. Explain to me the circumstances of your seizures; is there anything that you feel 

triggers an attack? 

 

15. How do you feel after an epileptic seizure? 

 

16. What do those around you do when you have a seizure? 

 

17. What do you think people feel when they see you have a seizure? How does that 

make you feel? 

 

18. Do you feel that you have any control over your seizures?  If so how? 

 

19. How did you begin to cope with being epileptic? 

 

20. Do you feel that you can tell people about having epilepsy? Please explain. 

 

21. How has your life changed because of epilepsy? 

 

22. How has epilepsy affected your outlook on life? 
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23. How do you feel about your life? 

 

24. Do you feel having epilepsy changed your life? If so please explain. 

 

25. How would people treat you if they knew of your epilepsy?  

 

26. Is there anything you can’t do because of your epilepsy? 

 

27. How is epilepsy perceived in your culture? 

 

28. What is the most difficult aspect of having epilepsy? 

 

29. What is your advice to those who are newly diagnosed? What would you advise 

them on how to cope? 

 

30. What changes would you recommend to help those who have epilepsy to make their 

life easier? This could be anything that you feel strongly about. 

 

31. Do you have anything to add? 

 

32. What are you plans and aspirations for the future? 

 

Thank participant for taking part and give contact details in case they have any 

questions. 
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10.4. Interview Schedule Kurdistan 

 

 

  ؟ەندەچ نتەمەت .1

 ؟یە یچ تیزانێخ یبار .2

 ؟(ڵمندا کوەو)ێستەبب ێپ پشتت ەیەه سەک .3

 ؟یە یچ( کارت)ەشیپ .4

 ؟ەیەه متەرکەپ ەوەیەکەل .5

 ت؟ێبەه یمەرکەپ ەک تیناسەد تر یسەک .6

 ەوەرەبک وونڕ ۆب تمەکەمەرکەپ یشۆخەن یکردن شانیستنەد یخۆبارود .7

 کرا؟ شانیستنەد ایت متەرکەپ جار مەکیە ەک کرد یچ ەب ستتەه .8

 ەب راوردکردنەب ەب ،ێبکر شانیستنەد ایت تەکیە یشۆخەن ەیوەئ شیپ مەرکەپ ەیربارەد بوو یچ تیاریزان .9

 ستا؟ێئ

 م؟ەرکەپ ەیربارەد ەیەه ت واوەت یاریزان ەک ەتۆخەب تەمتمان ندەچ .11

 ؟ەوەکانتڕێهاو و زانێخ نیەال ەل ەدراو کتیە یتەارمی ەرۆچ ج .11

 ت؟یبەد ەوەبوران یتووش زوو زوو ایئا ت؟ینۆچ ستاێئ .12

 ؟ەوەبووران شێپ ەنۆچ ستتەه ەوەرەبک یوونڕ .13

 یرەکێپ ستەد تەیبک ستەه ۆت ەک ەیەه كێشت چیه ایئا ؛ەوەرەبک وونڕ ۆب کانتمەوەبووران یخۆبارود .14

 ت؟ێبکان (ەوەبوران)رشێه

 ؟ەوەبووران یدوا تەیکەد یچەب ستەه .15

 ؟ەوەتێیبووەد ۆت كێکات نەکەد یچ رتنەوروبەد ەل ەیوانەئ ڵێیب مێپ تیتوانەد .16

 ەب ستەه کاتەد ێل وات ەوە؟ئ(ێد ێل تێف)ەوەتێیبووەد ننیبەد ۆت ەک نەکەد یچەب ستەه كەڵخ یەوا تێپ .17

 ت؟ەیبک یچ

 ن؟ۆچ یەوا رەگەکانتدا؟ئەوەبووران رەسەب ەیەه کتۆڵێنترۆک ەرۆج چیه یەوا تێپ ۆت .18

 ت؟یمەرکەپ یتووشبوو ۆت ەک ەیبک دایە یاستڕ وەئ ەڵگەل ەڵەمام ەک کردەوەب ستتەد نۆچ .19

 ...ەوەرەبک یوونڕ یە؟تکاەیەه متەرکەپ ەک ی ڵێب كەڵخ ەب تیبتوان تەیکەد ستەه .21

 ؟ەوەتەکەمەرکەپ یشۆخەن ۆیهەب ەاوۆڕگ نۆچ انتیژ .21

 ان؟یژ ۆب ۆت( یچوونۆب)نیوانێڕت رەسەل ەبووەه یرەگیکار نۆچ مەرکەپ .22

 انت؟یژ رەرامبەب ەنۆچ ستتەه .23

 ..ەوەرەبک یوونڕ یەتکا یەوا رەگە؟ئەاوۆڕگ انتیژ ەوەمەرکەپ یبوون ۆیهەب ەک یە یچ ستتەه .24

 ؟ەیەه متەرکەپ ەک بزانن رەگەئ نەکەد ەڵگەل تەڵەمام نۆچ یکەڵخ .25

 ؟ەوەتەکەمەرکەپ ۆیهەب تەیکیب تیتوانەن ەک ەیەه كێشت چیه ایئا .26

 ؟(تێریگەردەو ای) تێکرەد ڵقبو نۆچ مەرکەپ دا،ەوێئ ی(تیرەن وداب )لتورەک ەل .27

 ؟یە یچ مەرکەپ ەب بوون تووش ۆب تڵەواڕ نیقورستر ایئا .28

 یە یچ ۆت یژگارۆ؟ئامەکراو یارید ایت انەیکیە یشۆخەن ەتاز ەک ەیسانەک وەئ ۆب یە یچ تییژگارۆئام .29

 دا؟ەڵیگەل کردنەڵەمام یتییەنۆچۆب

 ئاسانتر انیانیژ تا ەیەه انیمەرکەپ ەک ەیبد ەیسانەک وەئ یتەارمی تا تەیکەد اریشنێپ كییەانکارۆڕگ ەرۆچ ج .31

 .ەیەه ێیپ وتەپت یکەڕێباو ۆت ەک تێب كێشت رەه ەیەوانەل ەمەبکات؟ئ

 ت؟ەیبک یادیز ەک ەیەه ترت یکێشت چیه .31

 داهاتوو؟ ۆب نیچ کانتەپالن و ئامانج .32

 

 

 كەوەن ،ەبد ێپ انیکردن یندەوەیپ یاریزان و یشداربوونەب ۆب ەبک شداربووەب یسوپاس 

 .ێبەه انیکێاریپرس
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10.5. Consent Form UK – Study 1 – Qualitative Method 

 

 
 

A qualitative exploration of coping with Epilepsy in the UK 
 

 

The Department of Psychology at Brunel University requires that all persons who participate 

in psychology studies give their written consent to do so. Please read the following and sign 

it if you agree with what it says. 

 I freely and voluntarily consent to be a participant in the research project entitled ‘‘A 

qualitative exploration of coping with Epilepsy in the UK’’ to be conducted at Brunel 

University, with ‘‘Nashmel Sargalo’’ as principal investigator. The broad goal of this 

research program is to explore your experiences and your feelings about having epilepsy. 

Specifically, I have been told that I will be asked to take part in an interview. This session 

should take no longer than one hour to complete. 

 

 I have been told that my responses will be kept strictly confidential. I also 

understand that if at any time during the session I feel unable or unwilling to continue, I am 

free to leave without negative consequences. That is, my participation in this study is 

completely voluntary, and I may withdraw from this study at any time. My withdrawal 

would not result in any penalty, academic or otherwise. My name will not be linked with the 

research materials, as the researchers are interested in a better understanding of my 

experience of epilepsy in general – not any particular individual’s personal knowledge and 

views in particular. I have been given the opportunity to ask questions regarding the 

procedure, and my questions have been answered to my satisfaction. I have been informed 

that if I have any general questions about this project, or ethical issues relating to the project, 

I should feel free to contact Nashmel Sargalo at nashmel.sargalo@brunel.ac.uk. If I have any 

concerns or complaints regarding the way in which the research is or has been conducted I 

may contact one of the Co-Chairs of the Psychology Research Ethics Committee, Professor 

Taeko Wydell at taeko.wydell@brunel.ac.uk or Dr Tara Marshall at 

tara.marshall@brunel.ac.uk. 

 I have read and understand the above and consent to participate in this study. My 

signature is not a waiver of any legal rights. Furthermore, I understand that I will be able to 

keep a copy of the informed consent form for my records. 

____________________                  ____________________            _________________ 

Participant’s Signature   Please Print Name           Date 

 

 

mailto:Nashmel.sargalo@brunel.ac.uk
mailto:taeko.wydell@brunel.ac.uk
mailto:tara.marshall@brunel.ac.uk
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I have explained and defined in detail the research procedure in which the above-named has 

consented to participate. Furthermore, I will retain one copy of the informed consent form 

for my records. 

 

______________________                      ________________           _________________ 

Principal Investigator Signature      Please Print Name         Date 
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10.6. Debriefing Form UK – Study 1 – Qualitative Method 

 

 

 

            A qualitative exploration of coping with Epilepsy in the UK 

 

The aim of this study is to explore how people in the UK cope with epilepsy 

diagnosis.   

 

This study has tried to explore individual’s perspective on their diagnosis and what 

coping strategies have been adopted to deal with epilepsy. This is all explored in 

relation to the culture and knowledge of individuals. 

 

 

If you would like to have more information about this area of research please refer to 

the following articles: 

 

1) ‘‘Quantitative Assessment of seizure Severity for Clinical Trials: A review of 

Approaches to Seizure Components’’ by Cramer and French (2001), 

Epilepsia, 42(1):119-129. 

 

2) ‘‘Cross-cultural Differences in Levels of Knowledge about Epilepsy’’ by 

Doughty et al (2003), Epilepsia, 44(1): 115-123. 

 

3) ‘‘Social and Family characteristics of Hispanic with epilepsy’’ by Chong et 

al (2011),  Seizure, 21(2012) 12-16 

 

4) For more information on epilepsy please see the link below: 

 

http://www.epilepsy.org.uk/ 

 

Thank you again for taking part in this important study. 
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10.7. Consent Form Kurdistan - Study 1- Qualitative Method 

 

 

 

 ەل کورد یکانەڵخ ناو ەل( ێف)مەرکەپ یشۆخەن ەڵگ ەل کردنەڵەمام ۆب( یتێرۆج)یتێنۆچ یکێانەڕدواداگەب

راقیع یباکور/کوردستان  

 

 یروونناسەد ەیوەنۆڵیکێل ەل نەکەد یشدارەب ەک ەیسانەوکەئ مووەه ەل ەداواکار ێڵبرون ۆیزانک ەل یروونناسەد یشەب

 یمزایئ و ەوەرەنێبخو ەوەخوار ەینوسراو مەئ یەتکا.ەکار مەئ ینجامدانەئ ۆب نڕربەد انۆیخ یبوونیازڕ و دانێپڕێدا،

.ەیکەکەڕۆناو ەب تییازڕ رەگەئ ەبک  

 یکێانەڕدواداگەب)یشانیناونەب ەیەوەنۆڵیکێل ەیژڕۆپ مەل مەبک یشدارەب ەک میازڕ ەخشانەبۆخ و مۆخ یزووەئار ەمن ب

 ەک( راقیع یباکور/کوردستان ەل کورد یکانەڵخ ناو ەل( ێف)مەرکەپ یشۆخەن ەڵگ ەل کردنەڵەمام ۆب( یتێرۆج)یتێنۆچ

 یئامانج. ەوەرۆڵەکێل یرپرسەب كەو" ییوەڵرگەس لیشمەن"  یرشتەرپەس ەب ێدرەد نجامەئ ێڵبرون ۆیزانک نیەال ەل

 ۆت یکانەنڕیربەد ستەه و ۆت یکانەرهاتەسەب یدواەب ەانەڕوگ ەوەنیزۆد ۆب ەیەوەنۆڵیکێل یگرامۆپر مەئ یرفراوانەب

. ەوەمەبکڕپ كییەاپرسڕ ەک ێکرەد ێل داوام ەک ەک ەووتراو مێپ شیتەبیتا ەب. مەرکەپ یشۆخەن ەب تووشبوونت رەرامبەب

.واوکردنەت ۆب تێنیەناخا اتریز ەقیقەد ٠٦ەل ەشەب مەئ  

 یکێرکاتەه ەل ەک زانمەد شەوەئ. ەوەتێنێمەد ینێنه یکەیەوێش ەب یتەواوەت ەب کانمەمەاڵو ەک ەنراوەیەاگڕ مێپ

 یکێنجامەرئەد چیه ێب نمێوازب ئازادم من بم، وامەردەب تێوەنام انی ناتوانم مڵێب ەک ئازادم من داەرمۆف مەئ ەیوەکردنڕپ

 ێکشەپاش کداێرکاتەهەل ەیەوانەل و ەیەخشانەبۆخ یتەواوەت ەب داەیەوەنۆڵیکێل مەل شمیکردن یشدارەب. خراپ و یلبەس

 یکانەتەباب  ەب ێناکر ستەوەیپ ناوم. تر یکێرۆرجەه انی یمیکادەئ یکیەسزا چیه ۆیهەتێناب کردنمەکشەپاش. مەبک

 یشۆخەن ەڵگەل من یکانەرهاتەسەب و زمونەئ ەل بگات ێت باشتر ەک تێوەیەد ەکەوەرۆڵەکێل ەچونک ،ەکەوەنۆڵیکێل

 ەیبار ەل مەاربکیپرس ەک ەدراوێپ گامڕێ. یتەبیتا ەب كێسەکەتاک یچوونۆوب یشخص یاریزان كەن -یگشتەب مەرکەپ

 ەیبار ەل یگشت ەب ەیەه کمێاریپرس رەهەک ەووتراو مێپ. ەوەتەدراو ممەاڵو ستیوێپ كەو و ەکەوەنۆڵیکێل ەیگڕێوازوێش

یوشتڕە یکەیەشێک انی ەیەژۆپر مەئ  لیشمەن ەب مەبک یندەوەیپ ەئازادان توانمەد ،ەیەه ەوەکەژۆپر ەب یندەوەیپ ەک  

nashmel.sargalo@brunel.ac.uk یگاڕێ ەل ییوەڵرگەس  ەیبارەل ێبەه کمەیەخنڕە انی ەییگل رەه رەگەئ.  

 ەیوەنۆڵیکێل یرپرسانەب ەل كێکیە ەب مەبک یندەوەیپ توانمەد یاندنەیگ نجامەئ ەب انی ەکەوەنۆڵیکێل یچوونەوەڕێب یوازێش

 Tara رۆدکت انی  taeko.wydell@brunel.ac.uk یگاڕێ ەل  Taeko Wydell رۆسیفۆپر یروونناسەد

Marshall  یگاڕێ ەل tara.marshall@brunel.ac.uk  .  

 ەماف ەل رداربوونمەستبەد ۆیه ەتێناب مەمزاکیئ مەمزاکیئ. شتمەیگێیت و ەوەندێخو مەوەرەس ەیشداربوونەب یدانێپ ڕێ مەئ

.گرمەڵه مۆخ یال كێمارۆت كەو ەرمۆف مەئ یکییەپۆک ەک توانمەد شیدواتر. کانمیە ییاسای  

 

...................              ..............................................         ..............................................  

      روارەب                                  شداربووەب یناو                                  شداربووەب یمزایئ

 

mailto:nashmel.sargalo@brunel.ac.uk
mailto:nashmel.sargalo@brunel.ac.uk
mailto:taeko.wydell@brunel.ac.uk
mailto:taeko.wydell@brunel.ac.uk
mailto:tara.marshall@brunel.ac.uk
mailto:tara.marshall@brunel.ac.uk
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 ییازڕ شیوەئ و ەوەرەس یال ەیشداربووەب مەئ ۆب کرد ەناسێپ و ەوەکرد یش مەکەوەنۆڵیکێل یوازێش یژێدوورودر ەب

.گرمەڵه مۆخ یال كێمارۆت كەو ەدانێپ ڕێ ینوسراو مەل كییەپۆک ەک توانمەد شیدواتر. بکات یشدارەب ەک بوو  

 

   .........................................         .............................           .........................................  

روارەب                                   ەوەرۆڵەکێل یناو                    ەوەرۆڵەکێل یاریرشتەرپەس یمزایئ  
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10.8. Debriefing Form Kurdistan– Study 1- Qualitative Method 

 

 

 

 ەل کورد یکانەڵخ ناو ەل( ێف)مەرکەپ یشۆخەن ەڵگ ەل کردنەڵەمام ۆب( یتێنۆچ)یتێرۆج یکێانەڕدواداگەب

راقیع یباکور/کوردستان  

 

 یارید یکاتەل ە راقیع یباکور/کوردستان یکەڵخ یکردنەڵەمام یتیەنۆچ یدواەب ەانەڕگ ۆب ەیەوەنیژێتو مەئ یئامانج

.مەرکەپ یشۆخەن ەب انیکردن  

 

 چ و مەرکەپ یشۆخەن ەب انیکردن یارید یکات ەل ەوەتێزۆبد گاەڵمۆک یتاک یرچاوگرتنەب داڵیوەه ەیەوەنیژێتو مەئ

 ەک نیاەڕگ ەوانەئ مووەه ەل. دا مەرکەپ یشۆخەن ەڵگەل وتکردنەسوکەڵه ۆب کارەتەخراو یجیسترات یکێکردنەڵەمام

.ەیەه ەوەکانەتاک یاریزان و تیرەن و داب ەب انییندەوەیپ  

:ەوەخوار یال ەیتانەباب مەئ ۆب ەوەرەڕێبگ داەبوار مەل کانەوەنۆڵیکێل رەسەل ستیو اترتیز یاریزان رەگەئ  

1) ‘‘Quantitative Assessment of seizure Severity for Clinical Trials: A review of 

Approaches to Seizure Components’’ by Cramer and French (2001), 

Epilepsia, 42(1):119-129. 

 

2) ‘‘Cross-cultural Differences in Levels of Knowledge about Epilepsy’’ by 

Doughty et al (2003), Epilepsia, 44(1): 115-123. 

 

 

3) ‘‘Social and Family characteristics of Hispanic with epilepsy’’ by Chong et 

al (2011),  Seizure, 21(2012) 12-16 

 

ەوەرەنێبخو ەوەخوار ەینکیل مەئ یکورد یزمان ەب( ێف)مەرکەپ رەسەل اتریز یاریزان ۆب (4 : 

 
http://www.epilepsy.org.uk/sites/epilepsy/files/epilepsyaction_newtoepilepsy_kurdish.pdf 

 

 

 

داەگرنگ ەوەنیژێتو مەل شداربوونتەب ۆب سوپاس رۆز ەدووبار  

  

http://www.epilepsy.org.uk/sites/epilepsy/files/epilepsyaction_newtoepilepsy_kurdish.pdf


226| P a g e  
 

10.9. Questionnaire People with Epilepsy UK – Study 2 

 

 

 

Hello, thank you for agreeing to take part in this questionnaire. The following questions are about you, 

please answer as truthfully as you can. There are no right or wrong answer, I am only interested in your 

views. 

Age:    Gender (please tick one):  Male □  Female   □ 

Marital Status (please tick one):  Single  □ Married  □ Divorced  □ Widowed  □  

Occupation:  

Highest Educational Qualification: 

Country/Town of Birth: 

Country/Town of Residence (if different from above):  

Time at Place of Residence: 

Have you been diagnosed with epilepsy?  Yes  □ No □  

When were you diagnosed with epilepsy? 

 

SECTION A 

The following statements contain information about epilepsy, please decide whether you think the 

statement is TRUE or FALSE and tick accordingly  

 

 Statements TRUE FALSE 

1 Epilepsy is always caused by brain damage     

2 Epilepsy is not infectious     

3 Epilepsy is a symptom of mental illness   

4 All people with epilepsy have similar symptoms    
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5 Almost anyone can have a seizure given the appropriate circumstances    

6 An EEG can be used to help diagnose epilepsy   

7 If an EEG is abnormal, this is a definite sign of epilepsy   

8 An EEG is designed to detect electrical activity from the brain   

9 All people with epilepsy lose consciousness during seizures   

10 An epileptic seizure can be described as a temporary lack of oxygen to the brain    

11 Some seizures may last for a matter of seconds and not be noticed by others   

12 All seizures affect both sides of the brain   

13 Certain forms of brain damage always cause epilepsy   

14 A normal EEG means that you do not have epilepsy   

15 For most people, doctors can effectively treat epilepsy with drugs   

16 All those who start drugs for their epilepsy have to take them for life     

17 Increasing the dose of antiepileptic drugs increases the chances of side effects   

18 An epileptic seizure can be described as an abnormality in the function of nerve cells in the 

brain 

  

19 For antiepileptic drugs to be successful, they must be taken regularly   

20 If you forget to take antiepileptic drug for a day, it is usually OK to take two doses together   

21 Some people get a warning or feeling shortly before a seizure   

22 Blood samples can be used to measure the concentrations of antiepileptic drugs in the 

system 

  

23 People taking a combination of antiepileptic drugs are more likely to have side effects than 

those taking only one 

  

24 Most people’s seizures are well controlled soon after starting regular drug treatment   

25 It is always helpful to take extra doses of antiepileptic drugs when not feeling well   

26 If seizures stop with antiepileptic drugs, this means your epilepsy been cured   

27 Few people with a diagnosis of epilepsy are taking antiepileptic drugs   

28 Some people have been taught to control their seizures by psychological methods   

29 There is no need to continue taking antiepileptic drugs if your seizures stop   

30 Brain surgery is still used as a method of preventing seizures   
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31 Most mothers taking antiepileptic drugs are able to breastfeed   

32 Too much alcohol may make seizures more likely   

33 Most seizures result in brain damage   

34 Stress may cause some seizures   

 

SECTION B 

The following questions are on how often you experience symptoms of epilepsy. Please read the 

following questions and tick on the scale where it is most true for you. 

  Daily Less than 

daily but 

more than 

once a 

week 

Less than once 

a week to 

more than 

once a month 

Less than once a 

month to more 

than once a 

year 

Less 

than 

once a 

year 

1 How frequently do you have seizure? 

(please tick one) 

     

 

PLEASE COMPLETE THE FOLLOWING QUESTIONS THINKING ABOUT THE MOST SEVERE SEIZURE 

YOU EXPERIENCED DURING THE PAST 4 WEEKS. 

 

2) How many seizures have you experienced during the past 4 weeks?  __________ Seizures 

(Please enter ‘0’ if you have not experienced any seizures in the last 4 weeks.  If you cannot remember, 

please estimate based on the number you usually had during a day or week.) 

 

  Very 

Severe 

Severe Mild Very Mild 

3 I feel that my most severe seizures have mostly been:     

 

  I blank out 

for less than 

1 minute 

I blank out 

for between 

1 and 2 

minutes 

I blank out 

for between 

3 and 5 

minutes 

I blank out 

for more 

than 5 

minutes 

I never blank 

out/lose 

consciousness 

4 Most commonly when I blank      
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out/lose consciousness: 

 

  Always Usually Sometimes Never 

5 When I have most severe seizures, I smack my lips, fidget or 

behave in an unusual way: 

    

 

  I feel very confused I feel fairly confused I feel slightly 

confused 

I do not feel 

confused 

6 After my most severe seizures:     

 

  Less than 

1 minute 

Between 1 

and 5 

minutes 

Between 6 

minutes 

and 1 hour 

Between 1 

and 2 hours 

More 

than 2 

hours 

I never 

feel 

confused 

7 After my most severe 

seizures, my confusion lasts 

for: 

      

 

  I always fall to 

the ground 

I usually fall to 

the ground 

I sometimes fall 

to the ground 

I never fall to the 

ground 

8 When I have my most severe 

seizures: 

    

 

  I always have 

a headache 

I usually have a 

headache 

I sometimes have a 

headache 

I never have a 

headache 

9 After my most severe seizures:     

 

  I always feel 

sleepy 

I usually feel 

sleepy 

I sometimes feel 

sleepy 

I never feel sleepy 

10 After my most severe seizures:     

 

  I always find that I 

have wet myself 

I usually find that 

I have wet myself 

I sometimes find 

that I have wet 

I never find 

that I have 
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myself wet myself 

11 After my most severe seizures:     

 

  I always find that I 

have bitten my 

tongue 

I usually find that 

I have bitten my 

tongue 

I sometimes find 

that I have bitten 

my tongue 

I never find 

that I have 

bitten my 

tongue 

12 After my most severe seizures:     

 

  I always find that I 

have injured 

myself 

I usually find that 

I have injured 

myself 

I sometimes find 

that I have 

injured myself 

I never find 

that I have 

injured myself 

13 After my most severe seizures:     

 

  

 

Less than 

1 minute 

Between 1 

and 5 

minutes 

Between 6 minutes 

and 1 hour 

Between 

1 to 2 

hours 

More 

than 2 

hours 

14 After most severe seizures(other 

than biting my tongue) I can usually 

return to doing what I am doing in: 

     

 

SECTION C 

Please read the following statements and tick on the scale where you feel you most 

agree/disagree with the statement. 

 Statements Strongly agree Agree Neither agree 

nor disagree 

 Disagree Strongly 

disagree 

1 I have been discriminated against in 

education because of my epilepsy 

     

2 Sometimes I feel that I am being talked 

down to because of my epilepsy 

     

3 Having epilepsy has made me a more 

understanding person 

     

4 I do not feel bad about having epilepsy      

5 I worry about telling people I receive 

epilepsy treatment 
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6 Some people with epilepsy are dangerous      

7 People have been understanding of my 

epilepsy 

     

8 I have been discriminated against by 

police because of my epilepsy 

     

9 I have been discriminated against by 

employers because of my epilepsy 

     

10 My epilepsy has made me more accepting 

of other people 

     

11 Very often I feel alone because of my 

epilepsy 

     

12 I am scared of how other people will react 

if they find out about my epilepsy  

     

13 I would have had a better chances in life if 

I had not had epilepsy 

     

14 I do not mind people in my 

neighbourhood knowing I have epilepsy 

     

15 I would say I have epilepsy if I was 

applying for a job 

     

16 I worry about telling people about my 

epilepsy 

     

17 People’s reaction to my epilepsy make me 

keep myself to myself 

     

18 I am angry with the way people react to 

my epilepsy 

     

19 I have not had any trouble from people 

because of my epilepsy 

     

20 I have been discriminated against by 

health professionals because of my 

epilepsy 

     

21 People have avoided me because of my 

epilepsy 

     

22 People have insulted me because of my 

epilepsy 

     

23 Having epilepsy has made me a stronger      



232| P a g e  
 

person 

24 I do not feel embarrassed because of my 

epilepsy  

     

25 I avoid telling people about my epilepsy      

26 Having had epilepsy makes me feel life is 

unfair 

     

27 I feel the need to hide my epilepsy from 

my friends 

     

28 I find it hard telling people I have epilepsy      

 

SECTION D 

The following questions are on the how epilepsy has affected your life.   Please circle the number that 

best corresponds to your views: 

 

1) How does your epilepsy affect your life? 
No affect                                         

Severely    at all                                       affects my life                                 

0    1     2        3            4           5           6               7      8        9          10 

 

2) How long do you think your epilepsy will continue? 
A very                                                                                                

Forever                                                                                                                                         short time 

                                                      

0       1       2      3               4          5                 6    7       8             9              10  

3) How much control do you feel you have over your epilepsy? 
Absolutely                        Extreme               

no control               amount of control            

0       1        2        3         4        5             6             7                   8           9                  10 

 

4) How much do you think your treatment can help your epilepsy? 
Not at all                     Extremely

                helpful               

0      1         2              3             4            5                 6                 7                   8                 9            10 
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5) How much do you experience symptoms from your illness? 
No symptoms                   Many severe               

at all                                       symptoms                   

0     1              2          3            4            5                 6                7          8              9               10 

 

6) How concerned are you about your illness? 
Not at all                                  Extremely              

concerned                      concerned              

0      1        2               3             4                5                 6             7             8               9              10 

 

7) How well do you feel you understand your epilepsy? 
Don’t understand                 Understand               

at all            very clearly         

0       1          2           3            4               5                 6      7         8             9                10 

 

8) How much does your epilepsy affect you emotionally? (e.g. does it make you angry, scared, upset or 
depressed?) 
Not at all          Extremely               

affected          affected 

emotionally                         emotionally 

0       1             2         3              4          5               6           7       8                 9                10 

 

9) Please list in rank-order the three most important factors that you believe caused your epilepsy. 
The most important causes for me:- 

1)__________________________________________________________________________________ 
2)__________________________________________________________________________________ 
3)__________________________________________________________________________________ 

SECTION E 

Below is a list of ways you might have felt or behaved. Please tell me how often you have felt this 

way during the past week. 

  

During the past week 

Rarely or none 

of the time (less 

than 1 day) 

Some or little of 

the time (1-2 

days) 

Occasionally or 

moderate amount 

of time (3-4 days) 

Most or all 

of the time 

(5-7 days) 

1 I was bothered by things that     
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usually don’t bother me 

2 I did not feel like eating; my 

appetite was poor 

    

3 I felt that I could not shake off 

the blues even with help from 

my family or friends 

    

4 I felt that I was just as good as 

other people 

    

5 I felt I had trouble keeping my 

mind on what I was doing 

    

6 I felt depressed     

7 I felt that everything I did was 

an effort 

    

 

8 I felt hopeful about the future     

9 I thought my life had been a 

failure 

    

10 I felt fearful     

11 My sleep was restless     

12 I was happy     

13 I talked less than usual     

14 I felt lonely     

15 People were unfriendly     

16 I enjoyed life     

17 I had crying spells     

18 I felt sad     

19 I felt that people dislike me     

20 I could not get ''going''     

 

SECTION F 
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The following questions ask about how epilepsy has affected your life. These questions are about how 

you have been FEELING and the type of problems you have been having during the past 4 weeks. For 

each question, please give the one answer that comes closest to the way you have been feeling. 

        (Circle one number on 

each line) 

 How much of the time during 

the past 4 weeks … 

All of the 

time 

Most of 

the time 

A good bit 

of the time 

Some of 

the time 

A little of 

the time 

None of 

the time 

1 Did you have a lot of energy? 1 2 3 4 5 6 

2 Have you felt downhearted 

and low? 

1 2 3 4 5 6 

 

  A great 

deal 

A lot Somewhat Only a 

little 

Not at 

all 

3 How much of the time in the last 4 weeks your 

epilepsy or antiepileptic drug caused trouble with 

driving (or other transportation) 

 

1 

 

2 

 

3 

 

4 

 

5 

 

 

 During the past 4 weeks … Not at all 

bothersome 

Only a 

little  

Somewhat A 

lot 

Extremely 

bothersom

e 

4 How much do your work limitations bother you? 1 2 3 4 5 

5 How much do your social limitations bother you? 1 2 3 4 5 

6 How much do your memory difficulties bother 

you? 

1 2 3 4 5 

7 How much do physical effects of antiepileptic 

drugs bother you? 

1 2 3 4 5 

8 How much do psychological effects of 

antiepileptic drugs bother you? 

1 2 3 4 5 

 

  Very 

afraid 

Somewhat afraid Not very 

afraid 

Not afraid 

at all 

9 How afraid are you of having a seizure during the 

next 4 weeks? 

1 2 3 4 
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10) How has your QUALITY OF LIFE been during the past 4 weeks (that is, how have things 
been going for you)? 

 

Very good: could 

hardly have been 

better 

Pretty good Good & bad about 

equal 

Pretty bad Very bad: could hardly have 

been worse 

1 2 3 4 5 

 

Reviewing all the questions you have answered above, consider the overall impact of these problems on 

your quality of life in the past 4 weeks. (Circle one number) 

  Not at all Somewhat  Moderately  A lot Very much 

11 How much does the state of your epilepsy-

related quality of life distress you overall? 

 

1 

 

2 

 

3 

 

4 

 

5 

 

Considering ALL the questions you have answered, please indicate the areas related to your epilepsy 

that are most IMPORTANT to you NOW 

12)  Number the following topics from ‘1’ to ‘7’ with ‘1’ corresponding to the most important topic and 

‘7’ to the least important one. Please use each number only once. 

  

A. Energy (tiredness) 
 

B. Emotion (mood) 
 

C. Daily activities (Work, driving, social & other activities) 
 

D. Mental function (thinking, concentrating, memory) 
 

E. Medication effects (physical, mental) 
 

F. Worry about seizures (impact of seizures) 
 

G. Overall quality of life 
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Thank you again for taking part in this questionnaire, if you would like to make any comments about this 

questionnaire or epilepsy please use the space below. 

 
 
I am interested in asking some more questions in about 10-12 months’ time, please tick whether you 
happy for me to contact you:  YES    NO 

 

If you have ticked yes, please provide your contact details below: 

 

Name: 

Telephone number: 

E-mail: 
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10.10. Questionnaire People with Epilepsy Kurdish – Study 2 

 

 

 

 ەیبارەل ەوەخوار یال ەیارانیپرس مەئ. دایە یاپرسڕ مەل تەیبک یشدارەب ەک تیبوو یازڕ ەک سوپاس و،اڵس

 ،یە ین داێت ی استڕ انی تەڵەغ یکێمەاڵو چیه. ەوەرەبد انیمەاڵو ۆییاستگڕ ەب تیتوان یندەچ یەتکا ،ەیەوۆت

.بزانم ۆت یکانەچوونۆب اوڕ ەک ندمەزوومەئار نهاەت من  

ێم□            رێن □:       زەگڕە:                     نەمەت  

  ژن وهێب  □   وه ابووهیج □(   زاندارێخ)ریرگ هاوسە □(      زگوردى)این تە □(:  یریرگ هاوسە)یزانێخ بارى

:ەشیپ  

:ندنێخو ى پلە نیرزتر بە  

:بوون كیدا  لە شارى/تاڵوو  

(: وه ره سە ڵ گە لە  اوازهیرج گە ئە)بوون ێج شتەین شارى/تاڵوو  

: نەێشو م لە بوونت ێج شتەین ی ماوه  

رێخەن □             ەڵێب □        ؟ەکراو یارید ایت ت مەرکەپ یشۆخەن ایئا  

کرا؟ شانیستنەد ایت متەرکەپ یشۆخەن ەک بوو ەیک  

  أ  یشەب

 کام ەک ەبد ارڕیب یەتکا م،ەرکەپ ەیربارەد یاریزان ەل یە یتیبر ەوەخوار یال ەیواژانەستەد مەئ یکەڕۆناو

:ەبک ەیشانین و ەڵەیەه انی ەاستڕ ەیەواژەستەد  

کانەواژەستەد  ەاستڕ  ەڵەیەه   

داتەوودڕ ەوەشکێم یکچونێت ۆیهەب ەشیمەه مەرکەپ ١    

(تر یکێکیە ۆب كێکیە ەل ەوەتێزرێناگو)یە ین درم یکیە یشۆخەن مەرکەپ ٢    

( یشکێم)یروونەد یشۆخەن یبوون ۆب ەکەیەشانین مەرکەپ ٣    

ەیەه انەیکیە یشۆخەن ەیشانین مانەه ەیەه انیمەرکەپ ەیسانەک وەئ مووەه ٤    

 ۆب یگونجاو یخۆبارود رەگەئ ەوەتێببور ێچەدێت ڕێی كێسەک مووەه ەیکینز ٥

ێوەبکەڵه  
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 یشۆخەن ەیوەنیزۆد و کردن یارید ۆب تێنرێکاربهەب*   EEG تێتوانرەد ٠

مەرکەپ  

  

ینجامەرئەد رەگەئ ٧ EEG  یشۆخەن یکەشانین ەوەئ ییاینڵدەب ت،ێب یینائاسا 

ەمەرکەپ  

  

 ەل ییباەکار ڵیجموجو و یچاالک کوەتاو  ەدروستکراو  EEG یرێئام ٨

تێبپشکن ەوەشکێم  

  

 ێب دا(ێف)ەوەبوران یکاتەل ەیەه انیمەرکەپ یشۆخەن ەک ەیسانەک وەئ مووەه ٩

بنەد شۆه  

  

 ۆب نیکسجۆئ یچوون مەک ەل یە یتیبر ەک تێکرەد ەناسێپ ەوەب( ێف)ەوەبوران ١٦

  یکات یکەیەوێش ەب شكێم

  

 نیەالەل ێناکر ینیبێت و ێنیەخاەد كەیەچرک ندەچ ەیماو ەوەبوران ێندەه ١١

ەوەتر یکەڵخ  

  

کاتەد شكێم یشەب ردووەهەکارل كەیەوەبوران مووەه ١٢    

مەرکەپ ۆیه ەتێبەد ەشیمەه شكێم یکچوونێت یوازێش ێندەه ١٣    

ینجامەرئەد رەگەئ ١٤ EEG  یە ین متەرکەپ یشۆخەن یەوا یمانا ت،ێب ییئاسا    

 ەب بکات مەرکەپ یرەسەچار ەرانەگیکار ێتوانەد رۆدکت ك،ەڵخ ەیربۆز ۆب ١٥

رمانەد  

  

 یەتاەه تاەه ۆب ێبەد مەرکەپ ۆب ننێهەکاردەب رمانەد ەک ەیسانەک وەئ مووەه ١٠

نۆخیب  

  

 ادیز یکەالو( یانیز)یرەگیکار یرەگەئ مەرکەپەدژ یرمانەد ڕیب یادکردنیز ١٧

کاتەد  

  

 ەل یە یینائاسا یکێبار ەک ەیوەب ێبکر(ێف)ەوەبوران ەیناسێپ ێتوانرەد ١٨

شکداێم ەل مارەد یکانەخان یرمانەف  

  

 وامەردەب ێبەم،دەرکەپەدژ یرمانەد ییوتووەرکەس و باش ینجامەرئەد ۆب ١٩

تێبخور  

  

 دواتر ەک یە ییئاسا ت،ۆیبخ مەرکەپ یرمانەد ێبچ رتیبەل كێژڕۆ ۆب رەگەئ ٢٦

تێبخور ڕب دوو  

  

 شێپ ێبەد انیکێستەه انی ەوەئاگادارکردن ەل كێرۆج سەک كێندەه ٢١

(ێف)ەوەبوران  

  

٢٢ 

 

 یستەخ یکردنیارید ۆب تێنرێکاربهەب كەیەوانێپ كەو نێخو تێتوانرەد

  مەرکەپ یرمانەد
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شداەل ەل  

 ەیەه ۆیب اتریز نن،ێکاردەب مەرکەپ یرمانەد رۆج دوو ەیسانەک وەئ ٢٣

 رۆج كیە ەیسانەک وەل كەو تێربەسەل انی یکەالو( یانیز)یرەگیکار

ننێکاردەب  

  

 ێکرەد ۆڵنترۆاترکیز مەرکەپ ەب تووشبوو یکانەڵخ ەیربۆز ەیوەبوران ٢٤

رمانەد ەب وامەردەب یرەسەچار یدوا رەکسیە  

  

 ێبخور مەرکەپ ەدژ یرمانەد یاتریز ڕیب رەگەئ ەرترەدیتەارمی ەشیمەه  ٢٥

تەیکەد یخراپ ەب ستەه كێکات  

  

 یەوا یمانا رمان،ەد ینانێکارهەب پاش ێستەبو کانت(ێف)ەوەبوران رەگەئ ٢٠

ەربووەسەچار تەکەمەرکەپ  

  

 مەرکەپ ەدژ یرەسەچار یرمانەد م،ەرکەپ ەب تووشبوو یمەک یکێکەڵخ ٢٧

تێکرەد ەیکیەشۆخەن یشانیستنەد كێکات ،ێنێکاردەب  

  

 یگاەڕێل نەبک انیکانەوەبوران ۆڵینترۆک ەک رکراونێف وا سەک كێندەه ٢٨

ەویە یروونەد ەیچارەگڕێ  

  

 رەگەئ مەرکەپ یرمانەد یخواردن ەل تیب وامەردەب ناکات ستیوێپ ٢٩

ستاەو کانتەوەبوران  

  

کانەوەبوران ەل گرتنڕێ ۆب تێکاردەب كەیەگاچارڕێ كەو شكێم یرەرگەشتەن ٣٦    

    نەربدیش تواننەد من،ەرکەپ یرمانەد رەسەل ەیکانیدا وەئ ەیربۆز ٣١

کاتەد ادیز( ێف)ەوەبوران یرەگەئ یکهول ەیوەخواردن ٣٢    

شكێم یکچونێت ۆیهەتێبەد( ێف)کانەوەبوران ەیربۆز ٣٣    

(ێف)کانەوەبوران ەل كێندەه ۆیه ەتێبب ەیەوانەل یروونەد یستانەپ ٣٤    

 

ب یشەب  

 و گونجاو ەک ێدابن ەیەوانێپ وەئ مەردەبەل(  √)  ەیشانین و ەوەرەنێبخو ەوەخوار یال ەیارانیپرس مەئ یەتکا

:ۆت ۆب ەاستڕ  

ەژانڕۆ    ەل مترەک 

 مەاڵب ەژانڕۆ

 ەل اتریز

 ەیفتەه

كێجار  

 ەل مترەک

 ەیفتەه

 تا كێجار

 ەل اتریز

 یمانگ

كێجار  

 ەل مترەک

 یمانگ

 تا كێجار

 ەل اتریز

 ڵیسا

كێجار  

 ەل مترەک

 ڵیسا

كێجار  
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 یتووش ییزووزوو ەب ندەچ ١

 یەتکا)ت؟یبەد( ێف)ەوەبوران

(ەرێبژەڵه ەدان كیە  

     

 

(ەوەبوران ییقورسا ۆب ڵرپویڤەل ەیوانێپ ەیوەاچوونیپ)  

 ۆب کردنەئاماژ ەب ەوەرەبک ڕپ ەوەخوار یەی ییشاۆب مەئ ابووردوو،ڕ ەیفتەه چوار ەل ەوەکردن ریب ەب یەتکا

:داەیەماو وەل ەهاتوو داۆت رەسەب ەک یکان( ێف)ەوەبوران نیخراپتر  

........................... ت؟یبوو( ێف)ەوەبوران یتووش جار ندەچ ابووردووداڕ ەیفتەه چوار ەیماو ەل - ٢

ەوەبوران  

. ابووردووداڕ ەیفتەه چوار ەیماو ەل ەبووەن تەوەبوران انی كێزمونەئ رەگەئ ەبک ڵداخ{  ٦}  سفر یەتکا)

 کداەیەفتەهەل انی کداێژڕۆ ەل نەتەعاد ەک ەبنووس ەیەژمار وەئ ەوەککردنینز ەب یەتکا ت،یەنا رتیب ەب رەگەئ

.یبەد تووش  
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ەبوو زێهەب رۆز   ەبوو زێهەب   ەبوو خاو  ەبوو رخاوۆز   

( نیتوندتر)نیزترێهەب ەک یەوا مێپ ٣

 تووشم ەک( ێف)ەوەبوران

:ەیربۆزەبوو  

    

 

 كیە ەل مترەک  

 ێب كەخول

بمەد شۆه  

 ٢-١ وانێن ەل

 ێب كەخول

بمەد شۆه  

 ٥-٣وانێن ەل

 ێب كەخول

بمەد شۆه  

 كەخول ٥ ەل

 ێب اتریز

بمەد شۆه  

 زیرگەه

 مۆخ شۆهەل

 ێب/ ناچم

نابم شۆه  

 شۆه ەل ەک کات ەیربۆز ٤

:ەیماو ۆب چمەد مۆخ  

     

 

ەشیمەه   (نەتەعاد)ییئاسا  جار ێندەه  زیرگەه   

 و توند ەوەبوران ەیربۆز یکات ەل ٥

 انی ڵجموجو شم،ێکەد ومێل ەب کانم،ەختەس

مەکەد وتەسوکەڵه یینائاسا یکێوازێش ەب  

    

 

 واوێش ێرلەس رۆز  

بمەد  

 باش یکڕێب

 واوێش ێرلەس

بمەد  

 ێرلەس كێزۆت

بمەد واوێش  

 ەب ستەه

 یواوێش ێرلەس

مەناک  

 ەوەبوران ەیربۆز پاشەل ٠

:کانمەختەس و توند  

    

 

 ەل مترەک  

 كیە

كەخول  

 وانێن ەل

٥-١ 

كەخول  

 وانێن ەل

 تا كەخول٠

رێکاتژم ١  

 ١ وانێن ەل

رێکاتژم ٢-  

 ٢ ەاترلیز

رێکاتژم  

 زیرگەه

 ێرلەس

 واوێش

بوومەن  

 ەیربۆز پاشەل ٧

 و توند ەوەبوران

 ێرلەس کانمەختەس

:ەیماو  مەکییەواوێش  
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 ەومەکەد ەشیمەه  

یوەرزەس  

( نەتەعاد)ییئاسا

یوەرزەس ەومەکەد  

 جار ێندەه

یوەرزەس ەومەکەد  

 ەومەناک زیرگەه

یوەز رەس  

 ەیربۆز یکات ەل ٨

 و توند ەوەبوران

:کانمەختەس  

    

 

 یتووش ەشیمەه  

بمەد ەشێرئەس  

 یتووش ییئاسا

بمەد ەشێرئەس  

 جار ێندەه

 یتووش

بمەد ەشێرئەس  

 یتووش زیگەه

نابم ەشێرئەس  

 ەیربۆز پاش ەل ٩

 و توند ەوەبوران

:کانمەختەس  

    

 

 ووڵواەخ ەشیمەه  

بمەد  

 ووڵواەخ ییئاسا

بمەد  

 جار ێندەه

بمەد ووڵواەخ  

 زیرگەه

نابم ووڵواەخ  

 ەوەبوران ەیربۆز پاش ەل ١٦

:کانمەختەس و توند  

    

 

 مۆب ەشیمەه  

 ێوەکەردەد

 مۆخەک

ەکردووەڕت  

 مۆب ییئاسا

 ێوەکەردەد

 مۆخەک

ەکردووەڕت  

 مۆب جار ێندەه

 مۆخەک ێوەکەردەد

ەکردووەڕت  

 مۆزخیرگەه

ەکردووەنەڕت  

 ەیربۆز پاش ەل ١١

 و توند ەوەبوران

:کانمەختەس  

    

 

 مۆب ەشیمەه  

 زمانم ەک ێوەکەردەد

ەستووەگ  

 مۆب ییئاسا

 ەک ێوەکەردەد

ەستووەگ زمانم  

 مۆب جار ێندەه

 ەک ێوەکەردەد

ەستووەگ زمانم  

 زمانم زیرگەه

ستمەناگ  

 ەیربۆز پاش ەل ١٢

 و توند ەوەبوران

:کانمەختەس  
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 مۆب ەشیمەه  

 ەک ێوەکەردەد

 نداریبر مۆخ

ەکردوو  

 مۆب ییئاسا

 ەک ێوەکەردەد

 نداریبر مۆخ

ەکردوو  

 مۆب جار ێندەه

 ەک ێوەکەردەد

 نداریبر مۆخ

ەکردوو  

 مۆخ زیرگەه

  ەندارناکردوویبر

 ەیربۆز پاش ەل ١٣

 و توند ەوەبوران

:کانمەختەس  

    

` 

 ١ ەل مترەک ەل  

كەخول  

 تا ١ وانێن ەل

كەخول ٥  

 ەل

 كەخول٠وانێن

رێکاتژم ١ تا  

 ١ وانێن ەل

 ٢ تا

رێکاتژم  

 ٢ ەل اتریز

رێکاتژم  

 ەوەبوران ەیربۆز پاش  ١٤

 ییاەڕرەس) کانمەختەس

 توانمەئ( زمانم یستنەگ

 رەس ەوەمەڕێبگ ییئاسا

: مەکەید ەیکار وەئ  

     

 

ج یشەب  

 بوونت یازڕنا\یازڕ ەک ەبد ەیەوانێپ وەئ ەل √ ەیشانین و ەوەرەنێبخو ەوەخوار یال ەیواژانەستەد مەئ یەتکا

:ربخاتەد ەکەواژەستەد ۆب  

ەواژەستەد   ەب رۆز 

 یتوند

میازڕ  

میازڕ  میازڕ ەن 

 نا ەن و

میازڕ  

میازڕنا  نا رۆز 

میازڕ  

 م(ییایج زەگڕە)یزخوازەگڕە ١

 یشۆخەن ەیوەئ رەبەل ەکراو رەرامبەب

ەیەه م( مەرکەپ)  

 

     

 ەب ەک مەکەد ستەه جاروا ێندەه ٢

 ەکراو ەڵگەل م ەقس نزم یکێئاست

ەیەه م( مەرکەپ) یشۆخەن ی ەوەرئەبەل  

     

 یوا مەرکەپ یشۆخەن ەب تووشبوونم ٣

شتووتربمەیگێت یکۆڤێمر ەک کردوومێل  

     

      ەیبار ەل مەناک یخراپ ەب ستەه ٤
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مەرکەپ یشۆخەن ەب تووشبوونم  

 رەگەئ مەکەد یرانەگین ەب ستەه ٥

 یشۆخەن یرمانەد بزانن یکەڵخ

مۆخەد مەرکەپ  

     

 یشۆخەن یتووشبووان ەل سەک ێندەه ٠

دارنیترسەم مەرکەپ  

     

 زاننەد كێکات شتوونەیگێت كەڵخ ٧

ەیەه ممەرکەپ یشۆخەن  

 

     

 ەوەسیلۆپ نیەال ەل ٨

 م(ییایج زەگڕە)یزخوازەگڕە

 یشۆخەن ەیوەئ رەبەل ەکراو رەرامبەب

ەیەه م( مەرکەپ)  

     

 ەوەشیئ نەخاو نیەالەل ٩

 م(ییایج زەگڕە)یزخوازەگڕە

 یشۆخەن ەیوەئ رەبەل ەکراو رەرامبەب

ەیەه م( مەرکەپ)  

     

 اتریز مەرکەپ یشۆخەن ەب تووشبوونم ١٦

 ڵقبو تر یکانەڵخ ەک کردوومێل یوا

مەبک  

     

 م،ەکەد یینهاەت ەب ستەه کات ەیربۆز ١١

ەیەه م( مەرکەپ) یشۆخەن ەیوەئ رەبەل  

     

 كەڵخ ەیوەکاردان ەک ەیوەل ترسمەد ١٢

 یشۆخەن  بزانن ەک ێبەد نۆچ

ەیەه م( مەرکەپ)  

     

١٣ 

 

 

 

 ەل بووەد اترمیز یتەفرس ەک یەوا مێپ

 مەرکەپ یتووش رەگەئ دا انمیژ

یەبووماەن  

     

 یکەڵخ رەگەئ یە ییئاسا ەوەالمەب ١٤

 ەک بزانن کانمێدراوس و رەوروبەد

ەیەه م( مەرکەپ) یشۆخەن  
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 ۆب مەکەد شەشکێپ یداواکار كێکات ١٥

 یشۆخەن ەک مەڵێد انێیپ ك،ێکار

ەیەه م( مەرکەپ)  

     

 مڵێب یکەڵخ ەب ەیوەل( ترسمەد)رانمەگین ١٠

ەیەه ممەرکەپ یشۆخەن ەک  

     

 تووشبوونم رەرامبەب كەڵخ ەیوەکاردان ١٧

 مۆخۆب رەه م،ەرکەپ یشۆخەن ەب

نمێدرکینا و گرمەدەڵه  

     

 كەڵخ ەیوەکاردان رەرامبەب ەل مڕەتو ١٨

ەیەه م( مەرکەپ) یشۆخەن زاننەد ەک  

     

 نیەالەل بوومەن كەیەشێک چیه یتووش ١٩

 یشۆخەن ەک ەیوەرئەبەل  ەوەکەڵخ

ەیەه م( مەرکەپ)  

     

 یبوار یزاەشار یسانەک نیەالەل ٢٦

 زەگڕە)یزخوازەگڕە یندروستەت

 ەیوەئ رەبەل ەکراو رەرامبەب م(ییایج

ەیەه م( مەرکەپ) یشۆخەن  

     

 رەبەل  نەدەالد ێل انمۆیخ یکەڵخ ٢١

یشۆخەن ەیوەئ  

ەیەه م( مەرکەپ)  

     

 رکردوومەرامبەب انیزڕێ ێب یکەڵخ ٢٢

یشۆخەن ەچونک  

ەیەه م( مەرکەپ)  

     

 یوا مەرکەپ یشۆخەن ەب تووشبوونم ٢٣

زتربمێهەب یکۆڤێمر ەک کردوومێل  

     

 ەییشپرز و یزارەرمەش ەب ستەه ٢٤

ەیەه م( مەرکەپ)یشۆخەن ەچونک مەکەد  

     

 ەک مڵێب كەڵخ ەب ەیوەل مەدەالد مۆخ ٢٥

یشۆخەن  

  ەیەه م( مەرکەپ)

     

 ێل وام مەرکەپ یشۆخەن ەب تووشبوونم ٢٠

  ەقەناه و واڕەنا انیژ مڵێب ەک کاەد
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 کاتەد ستیوێپ ەک مەکەد ستەه وا ٢٧

 کانمڕێهاو ەل مەکەمەرکەپ یشۆخەن

  ەوەبشارم

     

 ەک مڵێب یکەڵخ ەب ەوەالمەب ەقورس ٢٨

ەڵەگەل ممەرکەپ یشۆخەن  

     

 

د یشەب  

 وەب ەبازن یەتکا ،ەکردوو انتیژ ەل یکار مەرکەپ نۆچ ەک ەیەوەئ ەیربارەد ەوەخوار یال ەیارانیپرس مەئ

:داۆت یچوونۆاوبڕ ەڵگەل ەکیەچوون ەک ەنێبه داەیەژمار  

کات؟ەد انتیژ ەل کار مەرکەپ یشۆخەن نۆچ(١  

                                     یکییەرەگیکار چیه

کاەد انمیژ ەکارلیختەسەب                                                                                  

 ١٦ ٩ ٨ ٧ ٠ ٥ ٤ ٣ ٢ ١   ٦

  

ت؟ێبەد وامەردەب ەیتاک تەکەمەرکەپ یشۆخەن ۆت یاڕ ەب(٢  

 تاەهۆب                                                                                                  مەرکۆز یکەیەماو 

یەتاەه  

 ١٦ ٩ ٨ ٧ ٠ ٥ ٤ ٣ ٢ ١   ٦ 

؟ەیبک تەکەمەرکەپ یشۆخەن ۆڵینترۆک یتوانەد كێندەچ ەیکەد ستەه(٣  

 یکۆڵێنترۆک                                                                                         كۆڵێنترۆک چیه یواوەتەب

رەدەبەادەڕل  

 ١٦ ٩ ٨ ٧ ٠ ٥ ٤ ٣ ٢ ١   ٦ 

بدات؟ تەکەمەرکەپ یشۆخەن یتەارمی ێبتوان رکردنەسەچار كێندەچ یەوا تێپ(٤  

 ەل                                                                                                         چیه           

ەرەدیتەارمی  رەدەبەادڕ  

 ١٦ ٩ ٨ ٧ ٠ ٥ ٤ ٣ ٢ ١   ٦ 

ت؟ەیکەد تەکیە یشۆخەن یکانەشانین ەب ستەه كێندەچ(٥  

                                                                                                 كەیەشانین چیه      

کانەختەس ەشانین ەل رۆز  

 ١٦ ٩ ٨ ٧ ٠ ٥ ٤ ٣ ٢ ١   ٦ 
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؟ەوەتەکیە یشۆخەن ەیبارەل یرانەگین ندەچ(٠  

                                                                                              مین رانەگین چیه       

رانمەگین  رەدەبەادڕ ەل  

 ١٦ ٩ ٨ ٧ ٠ ٥ ٤ ٣ ٢ ١   ٦ 

ت؟ەکەمەرکەپ یشۆخەن ەل ەیگەدێت ەندەچ ەیکەد ستەه(٧  

                                                                                                    مەناگ ێت چیه    

مەگەد ێت یوونڕ ەب رۆز  

 ١٦ ٩ ٨ ٧ ٠ ٥ ٤ ٣ ٢ ١   ٦ 

؟ەکردوو تیزدارۆس ەل یکار ەندەچ تەکەمەرکەپ یشۆخەن ایئا(٨  

 ەل                                                                        ەکردووەن میزدارۆس ەل یکار چیه

                                                                               ەکردووەن میزدارۆس ەل یکار رەدەبەادڕ

 ١٦ ٩ ٨ ٧ ٠ ٥ ٤ ٣ ٢ ١   ٦ 

 

 ۆیه ەتەبوون ۆت ەڕیباو ەب ەک ەبنووس انیگرنگ ەیپل ێیپ ەب و زڕی ەب ەگرنگ ەکارۆه ێس وەئ یستیل یەتکا(٩

-:مەرکەپ ەب تووشبوونت  

١)-

____________________________________________________________________

________ 

٢)__________________________________________________________________

_________ 

٣)__________________________________________________________________

__________  

هـ یشەب  

 ەک ڵێب مێپ یەتکا. ەکردوو وتتەسوکەڵه انی ستەه ەرۆج وەب ەیەوانەل ەک ەیەوازانێش وەئ یستیل ەوەخوار ەل 

.ابووردووداڕ ەیتەفەه ەل ەکردوو ستتەه ەیەوێش وەب زوو زوو ندەچ  

ابووردووداڕ ەیفتەه ەیماو ەل   ەل انی نەگمەد 

 چیه

 مترەک)کداێکات

(ژڕۆ ١ ەل  

 انی كێندەه

 یکێکات ۆب

 ٢-١)مەک

(ژڕۆ  

 انی ناوەناوب

 یکێکات

 ٤-٣)ندەمامناو

(ژڕۆ  

 انی ەیربۆز

 مووەه

 ٧-٥)كێکات

(ژڕۆ  

 ەب ەک كێشت ندەچ ەب بووم رانەگین ١

نەناک رانمەگین ییئاسا  
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 مابوو،ەن خواردنم یزەح ٢

بوو خراپ خواردنم یزووەئار  

    

 مەکییەتەتاق ێب ەک کرد ستمەه ٣

 زانێخ یتەارمی ەب تەنانەت واتڕنا

شمیکانڕێهاو انی  

    

٤ 

 

 

 تەقەب باشم ەک کرد ستمەه

تر یکانەڵخ  

    

 ەیوەل ەیەه گرفتم ەک کرد ستمەه ٥

 ەیکار وەئ ەمەبد شۆروهیب

مەکەیدەک  

    

کرد کأبة  ەب ستمەه ٠      

 کرد کمییەرچەه ەک کرد ستمەه ٧

ستیو ینجڕە  

    

 ەیبار ەل کرد ینیشبەگ ەب ستمەه ٨

ەوەژڕۆدوا  

    

 یشکست انمیژ ەک ەوەکرد رمیواب ٩

ەناوێه  

    

کرد ترس ەب ستمەه ١٦      

بوو ئارام ێب وتنمەکێولەخ ١١      

بووم شۆخ ڵد ١٢      

کرد مەقس ییئاسا ەل مترەک ١٣      

کرد یینهاەت ەب ستمەه ١٤      

 یکەڵخ ١٥

)بوونەرنەدیتەارمی unfriendly) 

    

ینیب انیژ ەل میشۆخ ١٠      

هاتەد انمیگر ناوەناوب ١٧      

کرد یمبارەخ ەب ستمەه ١٨      

ەمێل انیقڕ یکەڵخ کرد ستمەه ١٩      
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      مەبک چیه ەب ستەد یتوانەمدەن ٢٦

      

 

و یشەب  

 ەیبار ەل کانەاریپرس.ەکردوو انتیژ ەل یکار نۆچ مەرکەپ ەک ەیەوەئ ەیبارەل ەوەخوار یال ەیارانیپرس مەئ

 ۆب. ابووردووداڕ ەیفتەه ٤ ەیماو ەل هاتوون دووچارت ەک ەیەروگرفتانیگ وەئ یرۆج و کردنت ستەه نۆچ

.ەبوو نۆچ ستتەه ەک ەیوەل ەنیکترینز ەک ەرێبژەڵه ەمەاڵو وەئ یەتکا ك،ێاریپرس رەه  

(ەنێب داەژمار كیە ەب ەبازن ك،ێتەخ رەه ەل)  

 ٤ ەیماو ەل جار ندەچ 

ابووردووداڕ ەیفتەه  

 مووەه

 کات

 ەیربۆز

 کات

 یکڕێب

کات یباش  

 كێندەه

 کات

 كێزۆت

 کات

کات چیه  

 رتۆز یکەیەووز ایئا ١

؟ەبووەه  

٠ ٥ ٤ ٣ ٢ ١ 

 یتەتاق ێب ەب ستتەه ٢

کرد؟ ینگەتڵد و  

٠ ٥ ٤ ٣ ٢ ١ 

 

 یرەگیکار  

ەورەگ  

رۆز كێندەه  كێمەک  چیه   

 ابووردووداڕ ەیفتەه ٤ ەیماو ەل ٣

 ندەچ مەرکەپ یرمانەد انی مەرکەپ

 انی)نتڕیخوێل رەسەل ەبووەه یرەگیکار

(تۆهاتوچ یتر یکەیەوێش  

٥ ٤ ٣ ٢ ١ 

   

ابووردووداڕ ەیفتەه ٤ ەیماو ەل   زارمێب چیه 

 ناکات

كێمەک كێندەه  رۆز   رۆز رۆز 

 زارمێب

کاتەد  

 زارتێب وکار شیئ یسنوردار ەندەچ ٤

کات؟ەد  

٥ ٤ ٣ ٢ ١ 

 زارتێب یتیەەاڵمۆک یسنوردار ندەچ ٥

کات؟ەد  

٥ ٤ ٣ ٢ ١ 

  ەوەرهاتنیبەل یتەحمەز ەندەچ ٠

کات؟ەد زارتێب  

٥ ٤ ٣ ٢ ١ 
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 ەک ەییستەج یرەگیکار ەندەچ ٧

 داەیپ ەوەمەرکەپ ەدژ یرمانەد ۆیهەب

کات؟ەد زارتێب ،ەبوو  

٥ ٤ ٣ ٢ ١ 

 ەک یروونەد یرەگیکار ەندەچ ٨

 داەیپ ەوەمەرکەپ ەدژ یرمانەد ۆیهەب

کات؟ەد زارتێب ،ەبوو  

٥ ٤ ٣ ٢ ١ 

 

ترسمەد رۆز   ترسمەد كێندەه   ین ترسم رۆز 

 یە

 ین ترسم چیه

 یە

 ٤ ەیماو ەل ەک یترسەد ەندەچ ٩

 داهاتوودا ەیفتەه

؟(ێبتگر ێف)ەوەتێیببور  

٤ ٣ ٢ ١ 

 

؟(ەچووەوەڕێب نۆچ اخودی)ەبوو نۆچ انتیژ یئاست ابووردوودا،ڕ ەیفتەه ٤ ەیماو ەل - ١٦  

 ،ەبوو باش رۆز

ەبووەن باش وا تەق  

ەبوو باش  كەو خراپ و باش 

ەبوو كیە  

ەبوو خراپ  ،ەبوو خراپ رۆز 

 خراپ وا تەق

ەبووەن  

٥ ٤ ٣ ٢ ١ 

 

 وەئ یرەگیکار گشت  یچاوکردنڕە ەب ،ەوەدان متەاڵو ەک شووێپ ەیارانیپرس وەئ مووەه ەیوەداچوونێپ ەب

 داەژمار كیە ەب ەبازن) ابووردووداڕ ەیفتەه ٤ ەیماو ەل ەکردوو انتیژ یتێنۆچ ەل انیکار ەیروگرفتانیگ

(ەنێب  

چیه   كێندەه   مام یکڕێب 

ندەناو  

رۆز رۆز رۆز   

 و مەرکەپ یشۆخەن یبار یگشت ەب ١١

 و انیژ یئاست ەب یندەوەیپ

 یرانەگین ەندەچ ،ەوەرانتەگوز

؟یکردوو  

٥ ٤ ٣ ٢ ١ 

 

 یندەوەیپ ەک ەبک ەبواران وەئ یشانیستنەد یەتکا ،ەوەدان متەاڵو ەک  ەیارانیپرس وەئ مووەه  یچاوکردنڕە ەب

ستاێئ ۆب ەوۆت یالەب ەیەه یرۆز یکیەوگرنگ ەیەه ەوەتەکەمەرکەپ یشۆخەن ەب  

"  ٧"  و تەباب نیگرنگتر یهاوتا"  ١"  ەک كێرۆج ەب ٧ تا ١ ەل ەبخ كڕێ ەوەخوار ەیواژانەستەد مەئ - ١٢

.ەنێکاربهەب جار كیە كەیەژمار رەه یەتکا. تێبەه یگرنگ نیمترەک  
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(یالکیه) تەتاق و ەووز. أ  □  

(زاجەم)  زۆس .ب  □  

(تر یکانیەچاالک و یتیەەاڵمۆن،کڕیخوێکار،ل)ەژانڕۆ یچاالک. ج □  

(ریب ،[دانێپ شۆه]ەوەووردبوون ،ەوەرکردنیب)یروونەد یفرمان. د  □  

(یروونەد ،ەییستەج)رمانەد یرەگیکار.  هـ □  

(کانەوەبوران یرەگیکار[) ێف]ەوەبوران ێیاوکڵەڕد. و □  

یگشت ەب انیژ( یتێنۆچ)یتێرۆج. ز □  

------------------------------------------------------------------------------------------------------

-------------------- 

 کرا تێل ەک یکانەاریپرس رەسەل ەیەه کتیە ینیبێت رەه یەتکا دا،ەیەوەنیژێتو مەل تیشدارەب ۆب سوپاس رۆز

تینووسیب ەوەخوار ەل مەرکەپ یشۆخەن انی تۆخ ەیبارەل  

 ەک ەرێبژەڵیه یەتکا تردا، یمانگ ١٢- ١٦  ەل مەبک ێل اترتیز یاریپرس ێندەه ەک ندمەزوومەئار من

  رێخەن □        ەڵێب □:   ەستەبەم وەئ ۆب مەبک ەوێپ تیندەوەیپ ەشۆتخێپ

:ەبک نیداب کردنیندەوەیپ یاریزان ەوەخوار ەل یەتکا بژارد،ەڵه ت ەڵێب رەگەئ  

:ناو  

:نۆفەلەت ەیژمار  

:ەیڵمیئ   
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10.11. Consent Form – People with Epilepsy – UK – Study 2 

 

 

 

Knowledge and quality of life of people with epilepsy in the UK 

 

 

 

The Department of Psychology at Brunel University requires that all persons who participate 

in psychology studies give their written consent to do so. Please read the following and sign 

it if you agree with what it says. 

 I freely and voluntarily consent to be a participant in the research project entitled 

‘‘Knowledge and quality of life of people with epilepsy in the UK’’ to be conducted at 

Brunel University, with ‘‘Nashmel Sargalo’’ as principal investigator. The broad goal of this 

research program is to explore how much you know about epilepsy and how epilepsy may 

have affected you and your life. Specifically, I have been told that I will be asked to 

complete a questionnaire. This session should take no longer than 30 minutes to complete. 

 

 I have been told that my responses will be kept strictly confidential. I also 

understand that if at any time during the session I feel unable or unwilling to continue, I am 

free to leave without negative consequences. That is, my participation in this study is 

completely voluntary, and I may withdraw from this study at any time. My withdrawal 

would not result in any penalty, academic or otherwise. My name will not be linked with the 

research materials, as the researchers are interested in a better understanding, care, and 

education of epilepsy for those living with epilepsy and for doctors and nurses who help care 

for people with epilepsy in general – not any particular individual’s personal knowledge and 

views in particular. I have been given the opportunity to ask questions regarding the 

procedure, and my questions have been answered to my satisfaction. I have been informed 

that if I have any general questions about this project, or ethical issues relating to the project, 

I should feel free to contact Nashmel Sargalo at nashmel.sargalo@brunel.ac.uk. If I have any 

concerns or complaints regarding the way in which the research is or has been conducted I 

may contact one of the Co-Chairs of the Psychology Research Ethics Committee, Professor 

Taeko Wydell at taeko.wydell@brunel.ac.uk or Dr Tara Marshall at 

tara.marshall@brunel.ac.uk. 

 

 I have read and understand the above and consent to participate in this study. My 

signature is not a waiver of any legal rights. Furthermore, I understand that I will be able to 

keep a copy of the informed consent form for my records. 

 

 

mailto:Nashmel.sargalo@brunel.ac.uk
mailto:taeko.wydell@brunel.ac.uk
mailto:tara.marshall@brunel.ac.uk
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_______________                       ___________________              _________________ 

Participant’s Signature   Please Print Name   Date 

 

 

I have explained and defined in detail the research procedure in which the above-named has 

consented to participate. Furthermore, I will retain one copy of the informed consent form 

for my records. 

 

____________________                         _________________         _________________ 

Principal Investigator Signature  Please Print Name   Date 
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10.12. Debriefing Form – UK – Study 2 

 

 

 

Knowledge and quality of life of people with epilepsy in the UK 

 

The aim of this study is to explore knowledge and the quality of life of people with epilepsy.   

 

It is documented culture plays a role in peoples’ understanding of epilepsy and this may 

affect how it is dealt with. Sufferers of epilepsy from different cultures deal with their illness 

in different ways. 

 

 

If you would like to have more information about this area of research please refer to the 

following articles: 

 

1) ‘‘Quantitative Assessment of seizure Severity for Clinical Trials: A review of 

Approaches to Seizure Components’’ by Cramer and French (2001), Epilepsia, 

42(1):119-129. 

 

2) ‘‘Cross-cultural Differences in Levels of Knowledge about Epilepsy’’ by Doughty et 

al (2003), Epilepsia, 44(1): 115-123. 

 

3) ‘‘Social and Family characteristics of Hispanic with epilepsy’’ by Chong et al 

(2011),  Seizure, 21(2012) 12-16 

 

4) For more information on epilepsy please see the link below: 

 

http://www.epilepsy.org.uk/ 

 

Thank you again for taking part in this important study. 
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10.13. Consent Form Kurdistan – Study 2 

 

 

راقیع یباکور/کوردستان ەل مەرکەپ ەب بوو تووش یسانەک یانیژ( یتێرۆج)یتێنۆچ و یاریزان  

 

 یروونناسەد ەیوەنۆڵیکێل ەل نەکەد یشدارەب ەک ەیسانەوکەئ مووەه ەل ەداواکار ێڵبرون ۆیزانک ەل یروونناسەد یشەب

 یمزایئ و ەوەرەنێبخو ەوەخوار ەینوسراو مەئ یەتکا.ەکار مەئ ینجامدانەئ ۆب نڕربەد انۆیخ یبوونیازڕ و دانێپڕێدا،

.ەیکەکەڕۆناو ەب تییازڕ رەگەئ ەبک  

 و یاریزان)یشانیناون ەب ەیەوەنۆڵیکێل ەیژڕۆپ مەل مەبک یشدارەب ەک میازڕ ەخشانەبۆخ و مۆخ یزووەئار ەب من

 ێڵبرون ۆیزانک نیەال ەل ەک( راقیع یباکور/کوردستان ەل مەرکەپ ەب بوو تووش یسانەک یانیژ( یتێرۆج)یتێنۆچ

 یگرامۆپر مەئ یرفراوانەب یئامانج.ەوەرۆڵەکێل یرپرسەب كەو" ییوەڵرگەس لیشمەن"  یرشتەرپەس ەب ێدرەد نجامەئ

 و تۆخەل یرەگیکار مەرکەپ نۆچ و تیزانەد ەوە مەرکەپ ەیبارەل ندەچ تێبزانر ەک ەیەوەئ ەیوەنیزۆد ۆب ەیەوەنۆڵیکێل

 ٣٦ ەل ەشەب مەئ. ەوەمەبکڕپ كییەاپرسڕ ەک ێکرەد ێل داوام ەک ەک ەووتراو مێپ شیتەبیتا ەب. نا انی ەکردوو انتیژ

.واوکردنەت ۆب تێنیەناخا اتریز ەقیقەد  

 یکێرکاتەه ەل ەک زانمەد شەوەئ. ەوەتێنێمەد ینێنه یکەیەوێش ەب یتەواوەت ەب کانمەمەاڵو ەک ەنراوەیەاگڕ مێپ

 یکێنجامەرئەد چیه ێب نمێوازب ئازادم من بم، وامەردەب تێوەنام انی ناتوانم مڵێب ەک ئازادم من داەرمۆف مەئ ەیوەکردنڕپ

 ێکشەپاش کداێرکاتەهەل ەیەوانەل و ەیەخشانەبۆخ یتەواوەت ەب داەیەوەنۆڵیکێل مەل شمیکردن یشدارەب. خراپ و یلبەس

 یکانەتەباب  ەب ێناکر ستەوەیپ ناوم. تر یکێرۆرجەه انی یمیکادەئ یکیەسزا چیه ۆیهەتێناب کردنمەکشەپاش. مەبک

 یسانەک ۆب مەرکەپ رەسەل یریشنبڕۆو خدانیەبا شتن،ەیگێباشترت ەک تێوەیەد ەکەوەرۆڵەکێل ەچونک ،ەکەوەنۆڵیکێل

 یاریزان كەن -یگشتەب بکات ەستەرجەب  مەرکەپ ەب نەدەد خیەبا و یتەارمی ەک اریرستەپ و رۆودکت مەرکەپ ەب تووشبوو

 كەو و ەکەوەنۆڵیکێل ەیگڕێوازوێش ەیبار ەل مەاربکیپرس ەک ەدراوێپ گامڕێ. یتەبیتا ەب كێسەکەتاک یچوونۆوب یشخص

یوشتڕە یکەیەشێک انی ەیەژۆپر مەئ ەیبار ەل یگشت ەب ەیەه کمێاریپرس رەهەک ەووتراو مێپ. ەوەتەدراو ممەاڵو ستیوێپ   

 یگاڕێ ەل ییوەڵرگەس لیشمەن ەب مەبک یندەوەیپ ەئازادان توانمەد ،ەیەه ەوەکەژۆپر ەب یندەویەپ ەک

nashmel.sargalo@brunel.ac.uk  یچوونەوەڕێب یوازێش ەیبارەل ێبەه کمەیەخنڕە انی ەییگل رەه رەگەئ.  

 یروونناسەد ەیوەنۆڵیکێل یرپرسانەب ەل كێکیە ەب مەبک یندەوەیپ توانمەد یاندنەیگ نجامەئ ەب انی ەکەوەنۆڵیکێل

 یگاڕێ ەل  Tara Marshall رۆدکت انی  taeko.wydell@brunel.ac.uk یگاڕێ ەل  Taeko Wydell رۆسیفۆپر

tara.marshall@brunel.ac.uk  .  

 ەماف ەل رداربوونمەستبەد ۆیه ەتێناب مەمزاکیئ مەمزاکیئ. شتمەیگێیت و ەوەندێخو مەوەرەس ەیشداربوونەب یدانێپ ڕێ مەئ

.گرمەڵه مۆخ یال كێمارۆت كەو ەرمۆف مەئ یکییەپۆک ەک توانمەد شیدواتر. کانمیە ییاسای  

 

      .........................  ........................              .....................................  

شداربووەب یمزایئ    شداربووەب یناو              روارەب    

 

 ییازڕ شیوەئ و ەوەرەس یال ەیشداربووەب مەئ ۆب کرد ەناسێپ و ەوەکرد یش مەکەوەنۆڵیکێل یوازێش یژێدوورودر ەب

.گرمەڵه مۆخ یال كێمارۆت كەو ەدانێپ ڕێ ینوسراو مەل كییەپۆک ەک توانمەد شیدواتر. بکات یشدارەب ەک بوو  

mailto:nashmel.sargalo@brunel.ac.uk
mailto:nashmel.sargalo@brunel.ac.uk
mailto:taeko.wydell@brunel.ac.uk
mailto:taeko.wydell@brunel.ac.uk
mailto:tara.marshall@brunel.ac.uk
mailto:tara.marshall@brunel.ac.uk
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.....................           ..................................            .................................. 

روارەب                       ەوەرۆڵەکێل یناو             ەوەرۆڵەکێل یاریرشتەرپەس یمزایئ  
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10.14. Debriefing Form Kurdistan– Study 2 

 

 

راقیع یباکور/کوردستان ەل مەرکەپ ەب بوو تووش یسانەک یانیژ( یتێرۆج)یتێنۆچ و یاریزان  

 

 انی مەرکەپ یشۆخەن ەک ەیەسانەک وەئ یانیژ( یتێرۆج)یتێنۆوچ یاریزان یدواەب ەانەڕگ ۆب ەیەوەنیژێتو مەئ یئامانج

.ەیەه  

 

 ەل کاربکات شەمەئ ەیەوانەل و مەرکەپ یشۆخەن رەسەل ەیەه یرەگیکار یکڕۆڵێ تیرەن ەک ننێلمەسەید کانەنامەگەڵب

.داەڵیگەل کردنەڵەمام ەیوێش  

 

:ەوەخوار یال ەیتانەباب مەئ ۆب ەوەرەڕێبگ داەبوار مەل کانەوەنۆڵیکێل رەسەل ستیو اترتیز یاریزان رەگەئ  

1) ‘‘Quantitative Assessment of seizure Severity for Clinical Trials: A review of 
Approaches to Seizure Components’’ by Cramer and French (2001), Epilepsia, 
42(1):119-129. 
 

2) ‘‘Cross-cultural Differences in Levels of Knowledge about Epilepsy’’ by Doughty et 
al (2003), Epilepsia, 44(1): 115-123. 
 

3) ‘‘Social and Family characteristics of Hispanic with epilepsy’’ by Chong et al (2011),  
Seizure, 21(2012) 12-16 

ەوەرەنێبخو ەوەخوار ەینکیل مەئ یکورد یزمان ەب( ێف)مەرکەپ رەسەل اتریز یاریزان ۆب (4 : 
 

http://www.epilepsy.org.uk/sites/epilepsy/files/epilepsyact

ion_newtoepilepsy_kurdish.pdf 
 

 

 

داەگرنگ ەوەنیژێتو مەل شداربوونتەب ۆب سوپاس رۆز ەدووبار  

 

 

 

 

 

 

http://www.epilepsy.org.uk/sites/epilepsy/files/epilepsyaction_newtoepilepsy_kurdish.pdf
http://www.epilepsy.org.uk/sites/epilepsy/files/epilepsyaction_newtoepilepsy_kurdish.pdf
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10.15. Questionnaire People without Epilepsy- UK - Study 3 

 

 

Hello, thank you for agreeing to take part in this questionnaire. The following questions are 

about you, please answer as truthfully as you can. There are no right or wrong answer, I am 

only interested in your views. 

Age:    Gender (please tick one):  Male □   Female   □ 

Marital Status (please tick one):  Single  □ Married  □  Divorced  □ Widowed  □  
Occupation:  
Highest Educational Qualification: 
Country/Town of Birth: 
Country/Town of Residence (if different from above):  
Time at Place of Residence: 
 

SECTION A 
 
Please read the following questions carefully and answer what’s true for you. 

1) Do you know or have you ever known anyone who had epilepsy?      Yes   □     No   □ 

2) Would you object to a person with epilepsy marrying a close relative of yours (brothers, sisters, or 
child)?     

           Yes   □  No   □ 

3) Would you object to having any of your (eventual) children associate with persons who sometimes 

had epileptic seizures in school or in a playground?      Yes   □  No   □ 

4) Do you think that, in general, persons with epilepsy should be employed at the same jobs as other 

people?     Yes   □  No   □ 

 
 

The following statements contain information about epilepsy, please decide whether you think the 

statement is TRUE or FALSE and tick accordingly  

 Statements TRUE FALSE 

1 Epilepsy is always caused by brain damage     

2 Epilepsy is not infectious     

3 Epilepsy is a symptom of mental illness   

4 All people with epilepsy have similar symptoms    

5 Almost anyone can have a seizure given the appropriate circumstances    

6 An EEG can be used to help diagnose epilepsy   

7 If an EEG is abnormal, this is a definite sign of epilepsy   
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8 An EEG is designed to detect electrical activity from the brain   

9 All people with epilepsy lose consciousness during seizures   

10 An epileptic seizure can be described as a temporary lack of oxygen to the 

brain  

  

11 Some seizures may last for a matter of seconds and not be noticed by 

others 

  

12 All seizures affect both sides of the brain   

13 Certain forms of brain damage always cause epilepsy   

14 A normal EEG means that you do not have epilepsy   

15 For most people, doctors can effectively treat epilepsy with drugs   

16 All those who start drugs for their epilepsy have to take them for life     

17 Increasing the dose of antiepileptic drugs increases the chances of 

side effects 

  

18 An epileptic seizure can be described as an abnormality in the 

function of nerve cells in the brain 

  

19 For antiepileptic drugs to be successful, they must be taken 

regularly 

  

20 If you forget to take antiepileptic drug for a day, it is usually OK to 

take two doses together 

  

21 Some people get a warning or feeling shortly before a seizure   

22 Blood samples can be used to measure the concentrations of 

antiepileptic drugs in the system 

  

23 People taking a combination of antiepileptic drugs are more likely to 

have side effects than those taking only one 

  

24 Most people’s seizures are well controlled soon after starting 

regular drug treatment 

  

25 It is always helpful to take extra doses of antiepileptic drugs when 

not feeling well 

  

26 If seizures stop with antiepileptic drugs, this means your epilepsy 

has been cured 

  

27 Few people with a diagnosis of epilepsy are taking antiepileptic 

drugs 
  

28 Some people have been taught to control their seizures by 

psychological methods 

  

29 There is no need to continue taking antiepileptic drugs if your 

seizures stop 

  

30 Brain surgery is still used as a method of preventing seizures   

31 Most mothers taking antiepileptic drugs are able to breastfeed   

32 Too much alcohol may make seizures more likely   

33 Most seizures result in brain damage   

34 Stress may cause some seizures   
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SECTION B 

 

After reading each of the following questions, please indicate your thoughts on the following 

scale to show your opinions about epilepsy 

 
Please be as honest as possible in your answers. 

  

Questions 
 

Not at all A little A lot Totally 

1 Do you think people with epilepsy feel able to 
control their own epilepsy? 
 

    

2 What do (would) you feel when you see (if you 
saw) an epileptic seizure? 
 

a) Shock  

    

 b) Fear     

 c) Sadness      

 d) Pity     

3 Which difficulties do you think people with 
epilepsy have in their lives? 

a) Family 

    

 b) Work     

 c) School     

 d) Social relationships     

 e) Sexual     

 f) Emotional     

 g) Prejudice     

4 How do you think people with epilepsy feel? 
a) Worried 

    

 b) Dependent     

 c) Incapable     

 d) Fearful     

 e) Ashamed     

 f) Sad     

 g) No different     

5 In your opinion, in which situation does 
prejudice against epilepsy occur: 

a) Social relationships 

    

 b) Marriage     

 c) Work     

 d) School     

 e) Family     

 

Thank you for taking the time to complete this questionnaire, please feel free to make any comments 

about the questions or epilepsy below. 
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10.16. Questionnaire People without Epilepsy – Kurdistan – Study 3 

  

 

 ،ەیەوۆت ەیبارەل ەوەخوار یال ەیارانیپرس مەئ. دایە یاپرسڕ مەل تەیبک یشدارەب ەک تیبوو یازڕ ەک سوپاس و،اڵس

 نهاەت من ،یە ین داێت ی استڕ انی تەڵەغ یکێمەاڵو چیه. ەوەرەبد انیمەاڵو ۆییاستگڕ ەب تیتوان یندەچ یەتکا

.بزانم ۆت یکانەچوونۆب اوڕ ەک ندمەزوومەئار  

  ێم□              رێن □: ز گە هڕ:                                      نەمەت

ژن وهێب □     وه ابووهیج □(   زاندارێخ)ریرگ هاوسە□ (   زگوردى)این تە □(: یریرگ هاوسە)یزانێخ بارى  

:ەشیپ  

:ندنێخو ى پلە نیرزتر بە  

:بوون كیدا  لە شارى/تاڵوو  

(: وه ره سە ڵ گە لە  اوازهیرج گە ئە)بوون ێج شتەین شارى/تاڵوو  

: نەێشو م لە بوونت ێج شتەین ی ماوه  

رێخەن □          ەڵێب  □     ؟ەکراو یارید ایت ت مەرکەپ یشۆخەن ایئا  

  أ  یشەب

:ەرێبژەڵیه ەاستڕ و گونجاو ۆت ۆب ەک كێمەاڵو و ەوەرەنێبخو یوورد ەب ەوەخوار یال ەیارانیپرس مەئ یەتکا  

  رێخەن □            ەڵێب  □         ت؟ێبەه یمەرکەپ یشۆخەن ەک ەویناس کتێسەک انی تیزانەئ ایئا-١

 و خزم ەل كێکیە ەڵگەل بکات یریرگەهاوس یداوا مەرکەپ ەب تووشبوو یکێسەک رەگەئ تڕیبەردەد ییزاڕەنا ایئا-٢

  رێخەن □            ەڵێب  □          ؟(کانتڵەمندا انی کانتەبراکانت،خوشک)كەو ۆت یکانەکینز ەسەک

 ەوەبوران یتووش جار ێندەه ەک نەبک كێسانەک ڕێیهاو و ەڵیکێت تۆخ یکانڵەمندا رەگەئ تڕیبەردەد ییزاڕەنا ایئا -٣

  رێخەن □            ەڵێب  □                     کردن؟ یاری ینێشو انی ەقوتابخان ەل بنەد ێف و

 یکەڵخ كەو ێبدر ێپ انیوکارکردن شیئ یلەه مانەه مەرکەپ ەب تووشبوو یکانەڵخ تێکرەدەک یەوا تێپ ،یگشت ەب-٤

  رێخەن  □           ەڵێب □  تر؟

 ەیەواژەستەد کام ەک ەبد ارڕیب یەتکا م،ەرکەپ ەیربارەد یاریزان ەل یە یتیبر ەوەخوار یال ەیواژانەستەد مەئ یکەڕۆناو

:ەبک ەیشانین و ەڵەیەه انی ەاستڕ  

کانەواژەستەد  ەاستڕ  ەڵەیەه   

داتەوودڕ ەوەشکێم یکچونێت ۆیهەب ەشیمەه مەرکەپ ١    

(تر یکێکیە ۆب كێکیە ەل ەوەتێزرێناگو)یە ین درم یکیە یشۆخەن مەرکەپ ٢    
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( یشکێم)یروونەد یشۆخەن یبوون ۆب ەکەیەشانین مەرکەپ ٣    

ەیەه انەیکیە یشۆخەن ەیشانین مانەه ەیەه انیمەرکەپ ەیسانەک وەئ مووەه ٤    

 ۆب یگونجاو یخۆبارود رەگەئ ەوەتێببور ێچەدێت ڕێی كێسەک مووەه ەیکینز ٥

ێوەبکەڵه  

  

مەرکەپ یشۆخەن ەیوەنیزۆد و کردن یارید ۆب تێنرێکاربهەب*   EEG تێتوانرەد ٠    

ینجامەرئەد رەگەئ ٧ EEG  ەمەرکەپ یشۆخەن یکەشانین ەوەئ ییاینڵدەب ت،ێب یینائاسا    

تێبپشکن ەوەشکێم ەل ییباەکار ڵیجموجو و یچاالک کوەتاو  ەدروستکراو  EEG یرێئام ٨    

بنەد شۆه ێب دا(ێف)ەوەبوران یکاتەل ەیەه انیمەرکەپ یشۆخەن ەک ەیسانەک وەئ مووەه ٩  

 

  

  ەب شكێم ۆب نیکسجۆئ یچوون مەک ەل یە یتیبر ەک تێکرەد ەناسێپ ەوەب( ێف)ەوەبوران ١٦

  یکات یکەیەوێش

  

ەوەتر یکەڵخ نیەالەل ێناکر ینیبێت و ێنیەخاەد كەیەچرک ندەچ ەیماو ەوەبوران ێندەه ١١    

کاتەد شكێم یشەب ردووەهەکارل كەیەوەبوران مووەه ١٢    

مەرکەپ ۆیه ەتێبەد ەشیمەه شكێم یکچوونێت یوازێش ێندەه ١٣    

ینجامەرئەد رەگەئ ١٤ EEG  یە ین متەرکەپ یشۆخەن یەوا یمانا ت،ێب ییئاسا    

رمانەد ەب بکات مەرکەپ یرەسەچار ەرانەگیکار ێتوانەد رۆدکت ك،ەڵخ ەیربۆز ۆب ١٥    

نۆخیب یەتاەه تاەه ۆب ێبەد مەرکەپ ۆب ننێهەکاردەب رمانەد ەک ەیسانەک وەئ مووەه ١٠    

کاتەد ادیز یکەالو( یانیز)یرەگیکار یرەگەئ مەرکەپەدژ یرمانەد ڕیب یادکردنیز ١٧    

 یرمانەف ەل یە یینائاسا یکێبار ەک ەیوەب ێبکر(ێف)ەوەبوران ەیناسێپ ێتوانرەد ١٨

شکداێم ەل مارەد یکانەخان  

 

  

تێبخور وامەردەب ێبەم،دەرکەپەدژ یرمانەد ییوتووەرکەس و باش ینجامەرئەد ۆب ١٩    

 ڕب دوو دواتر ەک یە ییئاسا ت،ۆیبخ مەرکەپ یرمانەد ێبچ رتیبەل كێژڕۆ ۆب رەگەئ ٢٦

تێبخور  

  

(ێف)ەوەبوران شێپ ێبەد انیکێستەه انی ەوەئاگادارکردن ەل كێرۆج سەک كێندەه ٢١    

 مەرکەپ یرمانەد یستەخ یکردنیارید ۆب تێنرێکاربهەب كەیەوانێپ كەو نێخو تێتوانرەد ٢٢

شداەل ەل  

  

( یانیز)یرەگیکار ەیەه ۆیب اتریز نن،ێکاردەب مەرکەپ یرمانەد رۆج دوو ەیسانەک وەئ ٢٣

ننێکاردەب رۆج كیە ەیسانەک وەل كەو تێربەسەل انی یکەالو  
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 یدوا رەکسیە ێکرەد ۆڵنترۆاترکیز مەرکەپ ەب تووشبوو یکانەڵخ ەیربۆز ەیوەبوران ٢٤

رمانەد ەب وامەردەب یرەسەچار  

  

 ستەه كێکات ێبخور مەرکەپ ەدژ یرمانەد یاتریز ڕیب رەگەئ ەرترەدیتەارمی ەشیمەه  ٢٥

تەیکەد یخراپ ەب  

  

 تەکەمەرکەپ یەوا یمانا رمان،ەد ینانێکارهەب پاش ێستەبو کانت(ێف)ەوەبوران رەگەئ ٢٠

ەربووەسەچار  

  

 ،ێنێکاردەب مەرکەپ ەدژ یرەسەچار یرمانەد م،ەرکەپ ەب تووشبوو یمەک یکێکەڵخ ٢٧

تێکرەد ەیکیەشۆخەن یشانیستنەد كێکات  

  

 ەیچارەگڕێ یگاەڕێل نەبک انیکانەوەبوران ۆڵینترۆک ەک رکراونێف وا سەک كێندەه ٢٨

ەویە یروونەد  

  

ستاەو کانتەوەبوران رەگەئ مەرکەپ یرمانەد یخواردن ەل تیب وامەردەب ناکات ستیوێپ ٢٩    

کانەوەبوران ەل گرتنڕێ ۆب تێکاردەب كەیەگاچارڕێ كەو شكێم یرەرگەشتەن ٣٦    

    نەربدیش تواننەد من،ەرکەپ یرمانەد رەسەل ەیکانیدا وەئ ەیربۆز ٣١

کاتەد ادیز( ێف)ەوەبوران یرەگەئ یکهول ەیوەخواردن ٣٢    

شكێم یکچونێت ۆیهەتێبەد( ێف)کانەوەبوران ەیربۆز ٣٣    

(ێف)کانەوەبوران ەل كێندەه ۆیه ەتێبب ەیەوانەل یروونەد یستانەپ ٣٤    

 

ب  یشەب  

 مەئ رەسەل ەبک شانیستنەد تۆخ یچوونۆاوبڕ یەتکا ،ەوەخوار یال ەیارانیپرس مەل كیەرەه ەیوەندنێخو پاش

:مەرکەپ یشۆخەن رەسەل ەیبد شانین تۆخ یاڕ ەیوەئ ۆب ەوەخوار یال ەیەیوانێپ  

ەوەرەبد مەاڵو ەانۆیاستگڕ یتوانەئ یندەچ یەتکا  

  

کانەاریپرس  

نا زیرگەه كێزۆت  رۆز   ەب 

یواوەت  

 بتوانن نەستکەه مەرکەپ ەب تووشبوو یکەڵخ ەک یەوا تێپ ایئا ١

ن؟ەبک انەیکەمەرکەپ ۆڵینترۆک  

    

 یتووش ینیبب كێکیە رەگەئ تەیکەد یچەب ستەه ٢

تێبب( ێف)ەوەبوران  

 

 (ەخورپ)مانڕوو واق - أ

    

     ترس - ب 
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      یمبارەخ - ت 

     ەییزەب - ث 

 یتەحمەز و یگران چ مەرکەپ ەب تووشبوو یسانەک ۆت یاڕ ەب ٣

اندا؟یانیژ ەل ەیەه انیکیە  

 

 یزانێخ - أ

    

     کار و شیئ - ب 

     ەقوتابخان - ت 

     یتیەەاڵمۆک یندەوەیپ - ث 

     یجنس - ج 

     یزدارۆس - ح 

     (زەگڕە ەینیک)یزخوازەگڕە - خ 

ن؟ەکەد یچ ەب ستەه مەرکەپ ەب تووشبوو یسانەک ۆت یاڕ ەب ٤  

 

 ەییشپرز - أ

    

     ۆییخەربەس نا - ب 

     ییتوانا ێب - ت 

     ییكۆترسن - ث 

     یزارەرمەش - ج 

     یمبارەخ - ح 

     كێانۆڕگ چیه - خ 

 یدژ( قڕ و ەنیک)یزخوازەگڕە کداێخۆبارود چەلۆت یاەڕب ٥

:داتەوودڕ مەرکەپ یتووشبووان  

 کانیەتیەەاڵمۆک یەندەوەیپ - أ

    

     یریرگەهاوس - ب 

     (کار)  شیئ - ت 

     ەقوتابخان - ث 

     یزانێخ - ج 
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 یشۆخەن و کانەاریپرس رەسەل ەیەه کتیە ینیبێت رەه رەگەئ ەئازادب یەتکا ،یە یاپرسڕ مەئ ەیوەکردنڕپ ۆب سوپاس

ەنوسیب ەوەخوارەل مەرکەپ  
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10.17. Consent Form – People without Epilepsy – UK – Study 3 

 

  

 

Knowledge and view of Epilepsy among people in the UK 

 

 

 The Department of Psychology at Brunel University requires that all persons who 

participate in psychology studies give their written consent to do so. Please read the 

following and sign it if you agree with what it says. 

 I freely and voluntarily consent to be a participant in the research project entitled 

‘‘Knowledge and view of Epilepsy among people in the UK’’ to be conducted at Brunel 

University, with ‘‘Nashmel Sargalo’’ as principal investigator. The broad goal of this 

research program is to explore how much you know about epilepsy and your opinions of 

people with epilepsy. Specifically, I have been told that I will be asked to complete a 

questionnaire. This session should take no longer than 10 minutes to complete. 

 

 I have been told that my responses will be kept strictly confidential. I also 

understand that if at any time during the session I feel unable or unwilling to continue, I am 

free to leave without negative consequences. That is, my participation in this study is 

completely voluntary, and I may withdraw from this study at any time. My withdrawal 

would not result in any penalty, academic or otherwise. My name will not be linked with the 

research materials, as the researchers are interested in understanding of how epilepsy is 

viewed by people in the UK in general – not any particular individual’s personal knowledge 

and views in particular. I have been given the opportunity to ask questions regarding the 

procedure, and my questions have been answered to my satisfaction. I have been informed 

that if I have any general questions about this project, or ethical issues relating to the project, 

I should feel free to contact Nashmel Sargalo at nashmel.sargalo@brunel.ac.uk. If I have any 

concerns or complaints regarding the way in which the research is or has been conducted I 

may contact one of the Co-Chairs of the Psychology Research Ethics Committee, Professor 

Taeko Wydell at taeko.wydell@brunel.ac.uk or Dr Tara Marshall at 

tara.marshall@brunel.ac.uk. 

 

 I have read and understand the above and consent to participate in this study. My 

signature is not a waiver of any legal rights. Furthermore, I understand that I will be able to 

keep a copy of the informed consent form for my records. 

 

mailto:Nashmel.sargalo@brunel.ac.uk
mailto:taeko.wydell@brunel.ac.uk
mailto:tara.marshall@brunel.ac.uk
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_________________________        _______________________           _________________ 

Participant’s Signature   Please Print Name   Date 

 

 

I have explained and defined in detail the research procedure in which the above-named has 

consented to participate. Furthermore, I will retain one copy of the informed consent form 

for my records. 

 

__________________________            ___________________            _________________ 

Principal Investigator Signature  Please Print Name   Date 
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10.18. Debriefing Form – People without Epilepsy – UK – Study 3 

 

 
 

 

Knowledge and view of Epilepsy among people in the UK 

 

 

The aim of this study is to explore people’s views and attitudes to those with epilepsy.   

 

It is well documented that people who have better knowledge of epilepsy are more accepting 

of people who have epilepsy.  

 

If you would like to have more information about this area of research please refer to the 

following articles: 

 

 

1) ‘‘An epilepsy Questionnaire study of Knowledge and Attitudes in Canadian College 

Students’’ by Young et al (2002), Epilepsia, 43(6): 652-658. 

 

2) ‘‘Cross-cultural Differences in Levels of Knowledge about Epilepsy’’ by Doughty et 

al (2003), Epilepsia, 44(1): 115-123. 

 

3) For more information on epilepsy please see the link below: 

 

http://www.epilepsy.org.uk/ 

 

Thank you again for taking part in this important study. 
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10.19. Consent Form – People without Epilepsy - Kurdish – Study 3 

 

 

 

راقیع یباکور/کوردستان ەل کورد یکانەڵخ ناو ەل( ێف)مەرکەپ رەس ەل چوونۆب و یاریزان  

 

 یروونناسەد ەیوەنۆڵیکێل ەل نەکەد یشدارەب ەک ەیسانەوکەئ مووەه ەل ەداواکار ێڵبرون ۆیزانک ەل یروونناسەد یشەب

 یمزایئ و ەوەرەنێبخو ەوەخوار ەینوسراو مەئ یەتکا.ەکار مەئ ینجامدانەئ ۆب نڕربەد انۆیخ یبوونیازڕ و دانێپڕێدا،

.ەیکەکەڕۆناو ەب تییازڕ رەگەئ ەبک  

 و یاریزان)یشانیناون ەب ەیەوەنۆڵیکێل ەیژڕۆپ مەل مەبک یشدارەب ەک میازڕ ەخشانەبۆخ و مۆخ یزووەئار ەب من

 نجامەئ ێڵبرون ۆیزانک نیەال ەل ەک( راقیع یباکور/کوردستان ەل کورد یکانەڵخ ناو ەل( ێف)مەرکەپ رەس ەل چوونۆب

 یگرامۆپر مەئ یرفراوانەب یئامانج.ەوەرۆڵەکێل یرپرسەب كەو" ییوەڵرگەس لیشمەن"  یرشتەرپەس ەب ێدرەد

 یسانەک رەس ەل یە یچ اتڕ و تیزانەد ەوە مەرکەپ ەیبارەل ندەچ تێبزانر ەک ەیەوەئ ەیوەنیزۆد ۆب ەیەوەنۆڵیکێل

 ١٦ ەل ەشەب مەئ. ەوەمەبکڕپ كییەاپرسڕ ەک ێکرەد ێل داوام ەک ەک ەووتراو مێپ شیتەبیتا ەب. یە یشۆخەن مەب تووشبوو

.واوکردنەت ۆب تێنیەناخا اتریز ەقیقەد  

 یکێرکاتەه ەل ەک زانمەد شەوەئ. ەوەتێنێمەد ینێنه یکەیەوێش ەب یتەواوەت ەب کانمەمەاڵو ەک ەنراوەیەاگڕ مێپ

 یکێنجامەرئەد چیه ێب نمێوازب ئازادم من بم، وامەردەب تێوەنام انی ناتوانم مڵێب ەک ئازادم من داەرمۆف مەئ ەیوەکردنڕپ

 ێکشەپاش کداێرکاتەهەل ەیەوانەل و ەیەخشانەبۆخ یتەواوەت ەب داەیەوەنۆڵیکێل مەل شمیکردن یشدارەب. خراپ و یلبەس

 یکانەتەباب  ەب ێناکر ستەوەیپ ناوم. تر یکێرۆرجەه انی یمیکادەئ یکیەسزا چیه ۆیهەتێناب کردنمەکشەپاش. مەبک

 تێکرەد رەیس نۆچ و( ێف)مەرکەپ ۆب كەڵخ یشتنەیگێت ەک تێبزان تێوەیەد ەکەوەرۆڵەکێل ەچونک ،ەکەوەنۆڵیکێل

 ەک ەدراوێپ گامڕێ. یتەبیتا ەب كێسەکەتاک یچوونۆوب یشخص یاریزان كەن -یگشتەب راقیع ەل ەوەکورد یکەڵخ نیەالەل

 کمێاریپرس رەهەک ەووتراو مێپ. ەوەتەدراو ممەاڵو ستیوێپ كەو و ەکەوەنۆڵیکێل ەیگڕێوازوێش ەیبار ەل مەاربکیپرس

یوشتڕە یکەیەشێک انی ەیەژۆپر مەئ ەیبار ەل یگشت ەب ەیەه  ەئازادان توانمەد ،ەیەه ەوەکەژۆپر ەب یندەویەپ ەک  

nashmel.sargalo@brunel.ac.uk یگاڕێ ەل ییوەڵرگەس لیشمەن ەب مەبک یندەوەیپ  انی ەییگل رەه رەگەئ.  

 كێکیە ەب مەبک یندەوەیپ توانمەد یاندنەیگ نجامەئ ەب انی ەکەوەنۆڵیکێل یچوونەوەڕێب یوازێش ەیبارەل ێبەه کمەیەخنڕە

  taeko.wydell@brunel.ac.uk یگاڕێ ەل  Taeko Wydell رۆسیفۆپر یروونناسەد ەیوەنۆڵیکێل یرپرسانەب ەل

.  tara.marshall@brunel.ac.uk یگاڕێ ەل  Tara Marshall رۆدکت انی  

 ییاسای ەماف ەل رداربوونمەستبەد ۆیه ەتێناب مەمزاکیئ. شتمەیگێیت و ەوەندێخو مەوەرەس ەیشداربوونەب یدانێپ ڕێ مەئ

.گرمەڵه مۆخ یال كێمارۆت كەو ەرمۆف مەئ یکییەپۆک ەک توانمەد شیدواتر. کانمیە  

 

   .....................................      .............................              ............................................  

روارەب شداربووەب یناو               شداربووەب یمزایئ         

 

mailto:nashmel.sargalo@brunel.ac.uk
mailto:nashmel.sargalo@brunel.ac.uk
mailto:taeko.wydell@brunel.ac.uk
mailto:taeko.wydell@brunel.ac.uk
mailto:tara.marshall@brunel.ac.uk
mailto:tara.marshall@brunel.ac.uk
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 ییازڕ شیوەئ و ەوەرەس یال ەیشداربووەب مەئ ۆب کرد ەناسێپ و ەوەکرد یش مەکەوەنۆڵیکێل یوازێش یژێدوورودر ەب

.گرمەڵه مۆخ یال كێمارۆت كەو ەدانێپ ڕێ ینوسراو مەل كییەپۆک ەک توانمەد شیدواتر. بکات یشدارەب ەک بوو  

 

.....................          .........................................            ..................................................  

روارەب                                   ەوەرۆڵەکێل یناو                    ەوەرۆڵەکێل یاریرشتەرپەس یمزایئ  
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10.20. Debriefing Form- People without Epilepsy – Kurdish – Study 3 

  

 

 

راقیع یباکور/کوردستان ەل کورد یکانەڵخ ناو ەل( ێف)مەرکەپ رەس ەل چوونۆب و یاریزان  

 

 یشۆخەن ەک ەیسانەک وەئ رەرامبەب انیوتەسوکەڵه و كەڵخ یچوونۆب یدواەب ەانەڕگ ۆب ەیەوەنیژێتو مەئ یئامانج

.ەیەه انی مەرکەپ  

 

 ەسانەک وەئ ڵیقبو اتریز م،ەرکەپ یشۆخەن رەسەلەیەه انیباشتر یاریزان ەک ەیکانەڵخ وەئ ەک ننێلمەسەید کانەنامەگەڵب

.یە یشۆخەن مەب تووشبوون ەک نەکەد  

 

:ەوەخوار یال ەیتانەباب مەئ ۆب ەوەرەڕێبگ داەبوار مەل کانەوەنۆڵیکێل رەسەل ستیو اترتیز یاریزان رەگەئ  

 
1) ‘‘An epilepsy Questionnaire study of Knowledge and Attitudes in Canadian 

College Students’’ by Young et al (2002), Epilepsia, 43(6): 652-658. 
 

2) ‘‘Cross-cultural Differences in Levels of Knowledge about Epilepsy’’ by 
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Chapter 11: Statistics 

 

11.1. Descriptive statistics for the Seizure Severity measure used 

including mean, SD, Skewness and Kurtosis 

 
  

Seizure Severity item 

 

Mean 

 

SD 

 

Skewness 

 

Kurtosis 

 

1 

 

2 

 

 

3 

 

4 

 

5 

 

 

6 

 

7 

 

8 

 

9 

 

I feel that my most severe seizures have mostly 

been: Very Severe; Severe; Mild; Very Mild 

Most commonly when I blank out/lose 

consciousness: I blank out for less than 1 minute; 

I blank out for between 1 and 2 minutes; I blank 

out for between 3 and 5 minutes; I blank out for 

more than 5 minutes; I never blank out/lose 

consciousness 

When I have most severe seizures, I smack my 

lips, fidget or behave in an unusual way: Always; 

Usually; Sometimes; Never 

 After my most severe seizures: I feel very 

confused; I feel fairly confused; I feel slightly 

confused; I do not feel confused 

After my most severe seizures, my confusion 

lasts for: Less than 1 minute; Between 1 and 5 

minutes; Between 6 minutes and 1 hour; Between 

1 and 2 hours; More than 2 hours; I never feel 

confused  

When I have my most severe seizures: I always 

fall to the ground; I usually fall to the ground; I 

sometimes fall to the ground; I never fall to the 

ground 

After my most severe seizures: I always have a 

headache; I usually have a headache; I sometimes 

have a headache; I never have a headache 

After my most severe seizures: I always feel 

sleepy; I usually feel sleepy; I sometimes feel 

sleepy; I never feel sleepy 

After my most severe seizures: I always find that 

I have wet myself; I usually find that I have wet 

 

.98   

 

2.66    

 

 

1.44  

 

.88   

 

3.01   

 

 

.92   

 

 

1.02    

 

.85   

 

2.44   

 

.90    

 

1.27   

 

 

1.22  

 

1.10    

 

1.51   

 

 

1.14   

 

1.14   

 

1.07 

.86  

 

.62       

 

-.64 

 

 

.01       

 

.76  

 

-.31       

 

 

.73 

 

.59       

 

.81          

 

-1.55         

 

-.41  

 

-.58  

 

 

-1.58  

 

-.81  

 

-.69  

 

 

-1.05  

 

-1.17  

 

-.79  

 

1.60  
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10 

 

 

11 

 

 

12 

myself; I sometimes find that I have wet myself; I 

never find that I have wet myself 

 After my most severe seizures: I always find that 

I have bitten my tongue; I usually find that I have 

bitten my tongue; I sometimes find that I have 

bitten my tongue; I never find that I have bitten 

my tongue 

After my most severe seizures: I always find that 

I have injured myself; I usually find that I have 

injured myself; I sometimes find that I have 

injured myself; I never find that I have injured 

myself 

After most severe seizures(other than biting my 

tongue) I can usually return to doing what I am 

doing in: Less than 1 minute; Between 1 and 5 

minutes; Between 6 minutes and 1 hour; Between 

1 to 2 hours; More than 2 hour 

 

1.70    

 

 

2.05   

 

 

2.50 

 

 

1.24  

 

1.03   

 

 

1.30 

 

-.34 

 

 

-.86       

 

 

-.28 

 

-1.52  

 

 

-.41  

 

 

-1.14 
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11.2. Descriptive statistics for Knowledge of Epilepsy items reporting the 

mean, SD, Skewness and Kurtosis 

 

  

Knowledge of Epilepsy items 

 

Mean 

 

SD 

 

Skewness 

 

Kurtosis 

1 Epilepsy is always caused by brain damage   .51  .50    -.02          -2.02       

2 Epilepsy is not infectious   .89    .31   -2.51  4.34 

3 Epilepsy is a symptom of mental illness .53     .50  -.14 -2.00 

4 All people with epilepsy have similar symptoms  .74   .44   -1.13 -.73 

5 Almost anyone can have a seizure given the 

appropriate circumstances  

.77     .42   -1.31 -.27 

6 An EEG can be used to help diagnose epilepsy .77    .42   -1.30  -.37 

7 If an EEG is abnormal, this is a definite sign of 

epilepsy 

.60    .49  -.43 -1.83 

8 An EEG is designed to detect electrical activity from 

the brain 

.82   .38   -1.68      .83 

9 All people with epilepsy lose consciousness during 

seizures 

.51   .50   -.02 -2.02 

10 An epileptic seizure can be described as a temporary 

lack of oxygen to the brain  

.59   .49   -.36 -1.89 

11 Some seizures may last for a matter of seconds and 

not be noticed by others 

.76   .43   -1.24  -.47 

12 All seizures affect both sides of the brain .52 .50   -.09 -2.01         

13 Certain forms of brain damage always cause epilepsy .51   .50   -.023 -2.02 

14 A normal EEG means that you do not have epilepsy .67   .47   -.72 -1.49 

15 For most people, doctors can effectively treat 

epilepsy with drugs 

.75    .43   -1.16  -.65 

16 All those who start drugs for their epilepsy have to 

take them for life   

.62   .49   -.48 -1.79 

17 Increasing the dose of antiepileptic drugs increases 

the chances of side effects 

.75    .43    -1.16 -.65 

18 An epileptic seizure can be described as an 

abnormality in the function of nerve cells in the brain 

.82    .38   -1.68 .83 

19 For antiepileptic drugs to be successful, they must be 

taken regularly 

.92   .26   -3.24 8.60 

20 If you forget to take antiepileptic drug for a day, it is 

usually OK to take two doses together 

.15    .36    1.96 1.88 

21 Some people get a warning or feeling shortly before a 

seizure 

.84   .37     -1.84 1.41 

22 Blood samples can be used to measure the 

concentrations of antiepileptic drugs in the system 

.70  .46    -.90 -1.21 

23 People taking a combination of antiepileptic drugs .74   .44   -1.09 -.81 
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are more likely to have side effects than those taking 

only one 

24 Most people’s seizures are well controlled soon after 

starting regular drug treatment 

.57    .50   -.28 -1.94 

25 It is always helpful to take extra doses of antiepileptic 

drugs when not feeling well 

.76   .43   -1.24  -.47 

26 If seizures stop with antiepileptic drugs, this means 

your epilepsy been cured 

.64   .48   -.61 -1.64 

27 Few people with a diagnosis of epilepsy are taking 

antiepileptic drugs 

.62   .49   -.48 -1.79 

28 Some people have been taught to control their 

seizures by psychological methods 

.55   .50   -.19  -1.99 

29 There is no need to continue taking antiepileptic 

drugs if your seizures stop 

.63   .49   -.56  -1.71 

30 Brain surgery is still used as a method of preventing 

seizures 

.64   .48   -.59  -1.68 

31 Most mothers taking antiepileptic drugs are able to 

breastfeed 

.70   .46   -.84 -1.31 

32 Too much alcohol may make seizures more likely .88  .33   -2.33 3.46  

33 Most seizures result in brain damage .45   .50  .21 -1.98 

34 Stress may cause some seizures .95 .22 -4.06 14.62 
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11.3. Descriptive statistics for the Depression scale used reporting the 

mean, SD, Skewness and Kurtosis 

 

 Depression Mean SD Skewness Kurtosis 

 

1 

2 

3 

 

4 

5 

 

6 

7 

8 

9 

10 

11 

12 

13 

14 

15 

16 

17 

18 

19 

20 

During the past week … 

I was bothered by things that usually don’t bother me 

I did not feel like eating; my appetite was poor 

I felt that I could not shake off the blues even with 

help from my family or friends 

I felt that I was just as good as other people 

I felt I had trouble keeping my mind on what I was 

doing 

I felt depressed 

I felt that everything I did was an effort 

I felt hopeful about the future 

I thought my life had been a failure 

I felt fearful 

My sleep was restless 

I was happy 

I talked less than usual 

I felt lonely 

People were unfriendly 

I enjoyed life 

I had crying spells 

I felt sad 

I felt that people dislike me 

I could not get ''going'' 

Options: Rarely or none of the time (less than 1 day); 

Some or little of the time (1-2 days); Occasionally or 

moderate amount of time (3-4 days); Most or all of 

the time (5-7 days) 

 

.85 

.94 

1.0872 

 

1.5101 

1.3075 

1.0410 

1.4109 

1.52 

.924 

1.02 

1.25 

1.59 

.86 

1.17 

.82 

1.57 

1.03 

1.18 

.50 

.87 

 

.97    

 1.12  

 1.11  

1.23  

 1.06   

1.16  

1.24   

 1.21   

1.13   

 1.11  

1.19   

1.11   

 .99    

 1.20 

1.18     

1.25 

 1.11   

 1.15   

  .93   

  1.08   

 

 

.86 

.75 

.58 

 

.01 

.28 

.67 

.15 

.01 

.81 

.65 

.32 

-.05 

.94 

.46 

1.04 

-.04 

.62 

.42 

1.81 

.86 

 

 

-.36 

-.94 

-1.03 

 

-1.60 

-1.14 

-1.07 

-1.61 

-1.55 

-.87 

-1.00 

-1.44 

-1.35 

-.23 

-1.35 

-.61 

-1.65 

-1.02 

-1.30 

2.06 

-.68 
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11.4. Descriptive statistics for the Perceived Illness Seriousness reporting 

the mean, SD, Skewness and Kurtosis 

 

  

Perceived Illness Seriousness 

 

Mean  

 

SD 

 

Skewness 

 

Kurtosis 

1 

 

2 

3 

 

4 

5 

 

6 

7 

 

8 

 

11) Ho     How does your epilepsy affect your life? Not at  

                 all; Severely affects my life 

12)           How long do you think your epilepsy will  

13)           continue?  A very short time; Forever 

14)           How much control do you feel you have over  

15)           your epilepsy? Absolutely no control; Extreme                 

16)           amount of control 

17)           How much do you think your treatment can help  

          your  epilepsy? Not at all; Extremely helpful 

18)           How much do you experience symptoms from                   

19)           your illness? No symptoms at all; Many severe                                                    

s         symptoms 

20)           How concerned are you about your illness? Not at all                                          

ncer   concerned; Extremely concerned 

21)           How well do you feel you understand your  

22)           epilepsy? Don’t understand at all; Understand                                               

very   very clearly 

23)           How much does your epilepsy affect you  

24)           emotionally? (e.g. does it make you angry, scared,  

25)           upset or depressed?) Not at all affected emotionally;  

26)           Extremely affected emotionally 

6.92   

 

8.30   

5.83   

 

3.75   

5.81   

 

6.96   

4.02   

 

5.84 

 

3.12   

 

2.50   

3.42 

 

3.22   

3.31   

3.50   

3.45   

 

3.43 

-.91 

 

-1.59 

-.15 

 

.46 

-.48 

-.85 

.48 

 

-.39 

-.12 

 

1.94 

-1.32 

 

-.89 

-.91 

-.65 

-1.05 

 

-1.09 
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11.5. Descriptive details of Perceived Stigma reporting the mean, SD, 

Skewness and Kurtosis 

 

  

Perceived Stigma 

 

Mean 

 

SD 

 

Skewness 

 

Kurtosis 

1 

 

2 

 

3 

 

4 

5 

 

6 

7 

 

8 

 

9 

 

10 

 

11 

12 

 

13 

 

14 

 

I have been discriminated against in education 

because of my epilepsy 

Sometimes I feel that I am being talked down 

to because of my epilepsy 

Having epilepsy has made me a more 

understanding person 

I do not feel bad about having epilepsy 

I worry about telling people I receive epilepsy 

treatment 

Some people with epilepsy are dangerous 

People have been understanding of my 

epilepsy 

I have been discriminated against by police 

because of my epilepsy 

I have been discriminated against by 

employers because of my epilepsy 

My epilepsy has made me more accepting of 

other people 

Very often I feel alone because of my epilepsy 

I am scared of how other people will react if 

they find out about my epilepsy 

I would have had a better chances in life if I 

had not had epilepsy 

I do not mind people in my neighbourhood 

knowing I have epilepsy 

I would say I have epilepsy if I was applying 

for a job 

I worry about telling people about my 

epilepsy 

People’s reaction to my epilepsy make me 

keep myself to myself 

1.76   

 

1.90   

 

1.37   

 

1.72   

1.80   

 

1.51   

 1.67    

 

1.35  

1.94  

 

1.56   

 

2.32   

2.07   

 

2.55   

 

1.73   

 

1.28   

 

1.32   

 

1.10  

 

1.21     

1.30  

 

1.14     

 1.12   

 

1.11   

 

1.30   

 

1.01   

 

1.11   

1.20   

 

1.17   

 

1.25   

 

.31          

 

.11        

 

  .65           

 

.17    

 .02         

 

.40        

 .48          

 

.73         

 

.12       

 

.39           

  

-.31  

 -.27         

 

 -.52        

 

.27        

 

-1.05         

 

-1.25     

 

 -.44       

 

-1.09       

 -1.33        

 

-.71      

 -.74        

 

-.16       

  

-1.16         

 

-.62        

 

-.86  

 -1.09          

 

-.75         

 

-1.11        
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15 

 

16 

 

17 

18 

 

19 

 

20 

 

21 

 

22 

 

23 

 

24 

 

25 

26 

 

27 

 

28 

I am angry with the way people react to my 

epilepsy 

I have not had any trouble from people 

because of my epilepsy 

I have been discriminated against by health 

professionals because of my epilepsy 

People have avoided me because of my 

epilepsy 

People have insulted me because of my 

epilepsy 

Having epilepsy has made me a stronger 

person 

I do not feel embarrassed because of my 

epilepsy 

I avoid telling people about my epilepsy 

Having had epilepsy makes me feel life is 

unfair 

I feel the need to hide my epilepsy from my 

friends 

I find it hard telling people I have epilepsy 

 

With options of: Strongly agree; Agree; 

Neither agree nor disagree; Disagree;  

Strongly disagree 

1.70   

 

2.00   

2.00   

2.07   

 

1.82    

 

1.50    

 

1.71    

 

1.74   

 

1.45   

 

1.58    

1.82    

1.93    

 

1.54   

 

1.90 

 

1.17   

 

1.22     

1.16   

1.13    

 

1.18   

 

1.15   

 

1.17   

 

1.30   

 

1.05         

 

1.19   

1.20  

 1.22  

 

1.19   

 

1.32   

 

.20           

  

-.23 

-.046         

-.002       

 

.36          

 

.65          

 

.25          

 

.40         

 

.41          

 

.37    

.05         

.05      

 

.33      

 

.08 

 

-1.06  

 

-1.14 

    

-1.02       

-.92  

 

-.98  

 

-.50  

 

-.97         

 

-1.05  

 

-.66  

 

-.91  

-1.08  

-1.05  

 

-1.01  

 

-1.29 
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11.6. Descriptive statistics for Quality of Life reporting the mean, SD, 

Skewness and Kurtosis 

 

  

Quality of Life 

 

Mean 

 

SD 

 

Skewness 

 

Kurtosis 

 

 

1 

2 

 

 

 

3 

 

 

 

4 

5 

6 

 

7 

 

8 

 

 

 

9 

 

 

10 

How much of the time during the past 4 weeks 

… 

Did you have a lot of energy? 

Have you felt downhearted and low? All of the 

time; Most of the time; A good bit of the time; 

Some of the time; A little of the time; None of 

the time 

How much of the time in the last 4 weeks your 

epilepsy or antiepileptic drug caused trouble with 

driving (or other transportation): A great deal; A 

lot; Somewhat; Only a little; Not at all 

How much do your work limitations bother you? 

How much do your social limitations bother you? 

How much do your memory difficulties bother 

you? 

How much do physical effects of antiepileptic 

drugs bother you? 

How much do psychological effects of 

antiepileptic drugs bother you? Not at all 

bothersome; Only a little; Somewhat; A lot; 

Extremely bothersome 

How afraid are you of having a seizure during the 

next 4 weeks? Very afraid; Somewhat afraid; Not 

very afraid; Not afraid at all  

How has your quality of life been during the past 

4 weeks (that is, how have things been going for 

you)? Very good: could hardly have been better; 

Pretty good; Good & bad about equal; Pretty bad; 

Very bad: could hardly have been worse 

 

 

52.18 

49.50 

 

 

 

53.80 

 

 

 

52.07 

52.18 

40.27 

 

53.94 

 

53.45 

 

 

 

40.52 

 

 

56.83 

 

 

28.84 

32.13 

 

 

 

41.94 

 

 

 

39.20 

38.88 

34.00 

 

37.17 

 

38.36 

 

 

 

38.11 

 

 

24.79 

 

 

.14 

-.11 

 

 

 

-.09 

 

 

 

-.04 

-.12 

.31 

 

-.13 

 

-.08 

 

 

 

.36 

 

 

-.50 

 

 

-.94 

-1.10 

 

 

 

-1.69 

 

 

 

-1.55 

-1.52 

-1.19 

 

-1.39 

 

-1.50 

 

 

 

-1.32 

 

 

-.03 
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283| P a g e  
 

11.7. Descriptive statistics for Knowledge of Epilepsy items reporting the 

mean, SD, Skewness and Kurtosis for People without Epilepsy (PWOE) 

 

  

Knowledge of Epilepsy items 

 

Mean 

 

SD 

 

Skewness 

 

Kurtosis 

1 Epilepsy is always caused by brain damage   .49 .50    .04          -2.01      

2 Epilepsy is not infectious   .94   .24   -3.72  11.90 

3 Epilepsy is a symptom of mental illness .57     .50   -.28 -1.93 

4 All people with epilepsy have similar symptoms  .63 .48   -.55 -1.70 

5 Almost anyone can have a seizure given the appropriate 

circumstances  

.62     .48   -.51 -1.75 

6 An EEG can be used to help diagnose epilepsy .82    .38  -1.70  .89 

7 If an EEG is abnormal, this is a definite sign of epilepsy .58    .49  -.32 -1.91 

8 An EEG is designed to detect electrical activity from the 

brain 

.86   .35   -2.09      2.40 

9 All people with epilepsy lose consciousness during 

seizures 

.38    .49  .48 -1.78 

10 An epileptic seizure can be described as a temporary lack 

of oxygen to the brain  

.38   .49   .48 -1.78 

11 Some seizures may last for a matter of seconds and not 

be noticed by others 

.77   .42  -1.33  -.24 

12 All seizures affect both sides of the brain .54 .50   -.17 -1.98         

13 Certain forms of brain damage always cause epilepsy .51   .50   -.02 -2.01 

14 A normal EEG means that you do not have epilepsy .53   .50   -.14 -1.99 

15 For most people, doctors can effectively treat epilepsy 

with drugs 

.69    .47   -.78  -1.40 

16 All those who start drugs for their epilepsy have to take 

them for life   

.52 .50   -.08 -2.01 

17 Increasing the dose of antiepileptic drugs increases the 

chances of side effects 

.75   .43    -1.14 -.70 

18 An epileptic seizure can be described as an abnormality 

in the function of nerve cells in the brain 

.84    .36   -1.91 1.68 

19 For antiepileptic drugs to be successful, they must be .81  .39   -1.59 .53 
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taken regularly 

20 If you forget to take antiepileptic drug for a day, it is 

usually OK to take two doses together 

.13    .33    2.26 3.11 

21 Some people get a warning or feeling shortly before a 

seizure 

.73   .44     -1.06 -.87 

22 Blood samples can be used to measure the concentrations 

of antiepileptic drugs in the system 

.63   .48    -.55 -1.70 

23 People taking a combination of antiepileptic drugs are 

more likely to have side effects than those taking only 

one 

.74   .44   -1.08 -.83 

24 Most people’s seizures are well controlled soon after 

starting regular drug treatment 

.65    .48   -.66 -1.58 

25 It is always helpful to take extra doses of antiepileptic 

drugs when not feeling well 

.73   .44   -1.05  -.91 

26 If seizures stop with antiepileptic drugs, this means your 

epilepsy been cured 

.75   .43   -1.14 -.70 

27 Few people with a diagnosis of epilepsy are taking 

antiepileptic drugs 

.45   .50   .19 -1.98 

28 Some people have been taught to control their seizures 

by psychological methods 

.53  .50   -.13  -2.00 

29 There is no need to continue taking antiepileptic drugs if 

your seizures stop 

.58   .49   -.335  -1.90 

30 Brain surgery is still used as a method of preventing 

seizures 

.38   .49   .48  -1.78 

31 Most mothers taking antiepileptic drugs are able to 

breastfeed 

.55   .50   -.19 -1.98 

32 Too much alcohol may make seizures more likely .73   .44   -1.06 .87  

33 Most seizures result in brain damage .53   .50   -.11 -2.00 

34 Stress may cause some seizures .90 .31 -2.60 4.79 

 Total  21.26 4.98 .18 -.78 

Crohnback’s alpha= .740 
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11.8. Descriptive statistics for Stigma Scale of Epilepsy (SSE) items 

reporting the mean, SD, Skewness and Kurtosis for People without 

Epilepsy (PWOE) 

  

Stigma Scale of Epilepsy (SSE) 

 

Mean 

 

SD 

 

Skewness 

 

Kurtosis 

1 Do you think people with epilepsy feel able to 

control their own epilepsy? 

3.14 .83 -.83          .43 

2a What do (would) you feel when you see (if you 

saw) an epileptic seizure? a) Shock 

1.92 .90   .37  -.37 

2b What do (would) you feel when you see (if you 

saw) an epileptic seizure? b) Fear 

1.96   .89   .36 -.53 

2c What do (would) you feel when you see (if you 

saw) an epileptic seizure? c) Sadness 

2.55 .96   -.22 

 

-.82 

2d What do (would) you feel when you see (if you 

saw) an epileptic seizure? d) Pity 

2.48   1.03   -.174 -1.02 

3a What difficulties do you think people with epilepsy 

have in their lives? a) Family 

2.22 .98 -.15  -.84 

3b What difficulties do you think people with epilepsy 

have in their lives? b) Work 

2.62  .91   -.34 -.44 

3c What difficulties do you think people with epilepsy 

have in their lives? c) School 

2.61 .87   -.29     -.42 

3d What difficulties do you think people with epilepsy 

have in their lives? d) Social relationships 

2.44    .84   -.06 -.60 

3e What difficulties do you think people with epilepsy 

have in their lives? e) Sexual 

2.23 .96   .02 -.49 

3f What difficulties do you think people with epilepsy 

have in their lives? f) Emotional 

2.42 .92   .040  -.84 

3g What difficulties do you think people with epilepsy 

have in their lives? g) Prejudice 

2.25 1.07   .10 -1.02         

4a How do you think people with epilepsy feel? a) 

Worried 

2.21 .978 .03 -.50 

4b How do you think people with epilepsy feel? b) 

Dependent 

2.27 .96   .19 -.78 

4c How do you think people with epilepsy feel? c) 

Incapable 

2.18  .91   .30  -.65 
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4d How do you think people with epilepsy feel? d) 

Fearful 

2.18 .90   .33 -.43 

4e How do you think people with epilepsy feel? e) 

Ashamed 

2.15 .95    .25 -.73 

4f How do you think people with epilepsy feel? f) Sad 2.42  .87   -.06 -.73 

4g How do you think people with epilepsy feel? g) No 

different 

3.12 1.06   -1.10 .33 

5a In your opinion, in which situation does prejudice 

against epilepsy occur: a) Social relationships 

2.15 .97  .15 -.70 

5b In your opinion, in which situation does prejudice 

against epilepsy occur: b) Marriage 

2.14 1.00     .25 -.94 

5c In your opinion, in which situation does prejudice 

against epilepsy occur: c) Work 

2.50 .91   -.04 -.69 

5d In your opinion, in which situation does prejudice 

against epilepsy occur: d) School 

2.40 .95   .05 -.94 

5e In your opinion, in which situation does prejudice 

against epilepsy occur: e) Family 

2.16  .98   .42 -.86 

 Total  45.82 14.87 .22 -.24 

Crohnbach’s alpha= .848 
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11.9. Socio-demographic characteristics for all participants with Epilepsy  

 

 UK 

n                     % 

Total n (%) Kurdish 

n                       % 

Total n (%) 

Gender 

     Male 

     Female 

 

27 

55 

 

32.1% 

67.9% 

 

84 (100%) 

 

40 

48 

 

45.5% 

54.5% 

 

88 (100%) 

Marital Status 

     Single 

     Married 

     Divorced 

     Widowed 

     Living with Partner 

     Separated 

     Missing 

  

39 

32 

8 

2 

2 

1 

‒ 

 

46.4% 

38.1% 

9.5% 

2.4% 

2.4% 

1.2% 

‒ 

  

34 

45 

1 

‒ 

‒ 

‒ 

8 

 

38.6% 

51.1% 

1.1% 

‒ 

‒ 

‒ 

9.1% 

 

Occupation 

     Student 

     Teacher/Lecturer 

     Office Worker 

     Civil Servant 

     Housewife/Husband 

     Unemployed 

     Other 

     Missing 

 

3 

3 

11 

1 

‒ 

8 

32 

26 

 

3.6% 

3.6% 

13.1% 

1.2% 

‒ 

9.5% 

38.1% 

31% 

  

8 

3 

‒ 

11 

25 

14 

19 

8 

 

9.1% 

3.4% 

‒ 

12.5% 

28.4% 

15.9% 

21.6% 

9.1% 

 

Education 

     Illiterate 

     Primary School 

     Secondary School 

     Diploma 

 

1 

1 

26 

14 

 

1.2% 

1.2% 

31% 

16.7% 

  

17 

22 

38 

4 

 

19.3% 

25.3% 

43.2% 

4.5% 
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     Undergraduate 

     Postgraduate 

     Missing 

22 

11 

9 

26.5% 

13.1% 

10.7% 

6 

‒ 

1 

6.8% 

‒ 

1.1% 

Diagnosis Period (years) 

      0-5  

      6-10 

      11-20 

      20 + 

      Missing 

 

10 

11 

14 

44 

5 

 

11.9% 

13.1% 

16.7% 

52.4% 

6% 

  

23 

19 

22 

19 

5 

 

26.1% 

21.6% 

25% 

21.6% 

5.7% 
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11.10. Socio-demographic characteristics for all participants without 

epilepsy  

 

  

n                    % 

Total n (%) 

Group 

     UK 

     Kurdistan 

 

116 

200 

 

36.7% 

63.3% 

 

316 (100%) 

Age 

     Mean 

     Minimum 

     Maximum 

 

34.3 

18 

73 

  

Gender 

     Male 

     Female 

     Missing 

 

114 

201 

1 

 

36.1% 

63.6% 

.3% 

 

 

Marital Status 

     Single 

     Married 

     Divorced 

     Widowed 

     Living with Partner 

     Separated 

     Missing 

  

125 

160 

14 

5 

3 

0 

9 

 

39.6% 

50.6% 

4.4% 

1.6% 

.9% 

n/a 

2.8% 

 

Occupation 

     Student 

     Teacher/Lecturer 

     Office Worker 

     Civil Servant 

 

55 

65 

22 

35 

 

17.4% 

20.6% 

7% 

11.1% 
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     Housewife/Husband 

     Unemployed 

     Other 

     Missing 

12 

2 

92 

33 

3.8% 

.6% 

29.1% 

10.4% 

Education 

     Illiterate 

     Primary School 

     Secondary School 

     Diploma 

     Undergraduate 

     Postgraduate 

     Missing 

 

2 

15 

93 

64 

88 

42 

12 

 

.6% 

4.7% 

29.4% 

20.3% 

27.8% 

13.3% 

3.8% 
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11.11. Collinearity Statistics for the UK and Kurdistan group with 

epilepsy  

 

 

Vrariables 

 

Tolerance Values 

 

VIF 

1.Group .22 4.63 

2. Age .77 1.30 

3. Gender .95 1.05 

4. Seizure Severity .84 1.20 

5. Knowledge of Epilepsy .24 4.24 

6. Perceived Illness Seriousness .63 1.60 

7. Depression .59 1.70 

8. Perception of Stigma .73 1.40 
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Chapter 12: Participant Demographics 

 

Kurdistan Participants      UK Participants 

Participa

nt No. 

Gender 

M/F 

 

Age 

Length of 

Diagnosis 

(years) 

Length of 

Interview 

Min:sec 

Participa

nt No. 

Gender 

M/F 

 

Age 

Length of  

Diagnosis 

 (years) 

Length of 

Interview 

Min:sec 

1 F 24 8 29:39 1 F 27 8 14:47 

2 M 30 19 18:26 2 F 48 1.5 20:22 

3 M 36 9 11:05 3 F 70 63 20:47 

4 F 43 12 22:24 4 M 41 28 18:09 

5 M 21 15 12:18 5 F 44 35 24:51 

6 F 38 10 11:38 6 F 58 26 21:32 

7 F 25 4 12:35 7 M 26 10 10:32 

8 F 44 25 10:30 8 F 46 7 22:16 

9 M 42 3 9:16 9 F 21 21 7:48 

10 M 18 2 9:21 10 M 66 53 22:21 
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Chapter 13: Transcripts  

13.1. UK Participant 1 

 

UK Interview 1 F  

 

Interviewer: How old are you? 

Participant: 27 

Interviewer:  27, what is your marital status? 

Participant: I’m not married (laughs) 

Interviewer:  You’re not married?  

Participant: I’m not single either 

Interviewer: cohabiting? 

Participant: Yes 

Interviewer:  Do you have any dependant? 

Participant: Yeah, two children 

Interviewer:  How old are they? 

Participant: 5 and 2 months 

Interviewer:  How long have you had epilepsy? 

Participant: Erm, it’s been diagnosed about 10 years now 

Interviewer:  10 years, so you were 16 then? 

Participant: No I was 19 so 8 years 

Interviewer:  Do you know other people with epilepsy? 

Participant: Yes one, Honey 

Interviewer: What were the circumstances around your diagnoses, so what happened 

around then? 

Participant:  I kept fitting 

Interviewer:  Daytime or …? 

Participant: Yeah, erm, so I had to go and have it checked out 
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Interviewer:  Any particular reason? Anything happen around that time? 

Participant: Stress, tiredness, eating, all those things combined 

Interviewer:  Do you have anyone else in the family..? 

Participant: No just me 

Interviewer:  So how did you feel when you were diagnosed? When you were told it was 

epilepsy? 

Participant: Scared, terrified (laughs), erm, but I knew it could be sorted out and controlled 

so it wasn’t too bad. 

Interviewer: What was your knowledge of epilepsy before diagnosis? 

Participant: I didn’t have any 

Interviewer:  Nothing at all? 

Participant: No just that people fit and that was about it 

Interviewer:  How confident are you about your knowledge now on epilepsy? 

Participant: Oh yeah I’m confident 

Interviewer:  Yeah? You’re an expert? 

Participant: (Laughs) yeah 

Interviewer:  That’s good. What type of support did you get from your family and friends? 

Participant: Not a lot 

Interviewer:  No? 

Participant: No (laughs) 

Interviewer:  How come? 

Participant: Because I wasn’t talking to my family at the time so … (laughs) 

Interviewer:  So you were on your own dealing with it? 

Participant: Yeah (laughs) 

Interviewer:  Ok, what about your friends? 

Participant: Erm, they didn’t really know much about it either, they just sort of said ‘you’re 

not going to fit in front of me are you?’ 

Interviewer:  That’s nice  
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Participant: (Laughs) really supportive 

Interviewer:  How are you now, do you get regular fits or …? 

Participant: Erm, yeah it’s managed so maybe twice a year, three times a year 

Interviewer:  That’s good, you’re on medication? 

Participant: Yeah 

Interviewer:  Were you still on medication when you were pregnant? 

Participant: Yeah 

Interviewer:  And that was fine? 

Participant: That’s fine 

Interviewer:  Do you have any feelings before a seizure? Do you feel anything come on? 

Participant: I do I get erm, floaters 

Interviewer: Ok 

Participant: Erm 

Interviewer:  And what are they like? 

Participant: They’re like stars, usually, like silver dots just floating across my eyes, erm, and 

just generally out of it, I don’t feel, it’s almost like I’m not here but I’m here, erm, so I know 

what’s going on around me but I can’t interact with what’s going on around me, it’s really 

strange, strangest feeling 

Interviewer:  How long do they last for? Your seizures 

Participant: Not long, erm, a few minutes, and then they pass 

Interviewer:  Do you think there’s anything that triggers your attacks? 

Participant: Yeah, tiredness is one, stress is another one, not eating is another one, all 

three of those combined (laughs) doesn’t bode well 

Interviewer:  How do you feel after a seizure? 

Participant: Shattered, so tired erm, I’m in pain as well 

Interviewer:  What sort of pain? 

Participant: Just all my muscles, I feel like I’ve done a 200 mile marathon (laughs) erm, 

because where the muscles are contracting its really sore 

Interviewer:  How long do you have those aches for? 
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Participant: It can last for 24 hours, depending on how bad, because I have different types 

of seizures, so depending on how bad the seizure is erm, it can last up to 24 hours, but I’m 

just like … 

Interviewer:  What about those around you, what do they do when you have a seizure? 

Participant: Erm, what while I’m having one? 

Interviewer:  Yeah 

Participant: Nothing really, just make sure there’s nothing around me that can hurt me, 

erm, and leave me to it until I come out of it 

Interviewer: What do you think they feel when they see you having a seizure, your loved 

ones? 

Participant: Worried, scared, erm, probably about it really (laughs) 

Interviewer:  How do you feel when they have those feelings? 

Participant: Guilty (laughs), ‘I’m sorry’ 

Interviewer:  Do you think that you can control your seizures; do you have any control over 

them? 

Participant: No 

Interviewer:  No? 

Participant: No, the only control I have is the medication, if I’m going to have one I’m going 

to have one, there’s nothing I can do to stop it, erm, if I feel it coming on then I get, well 

sometimes, most of the time I can get to a safe place like the bed or sit down on the floor 

or something but I can’t control it 

Interviewer:  How long do you have before …? 

Participant: Minutes, it’s literally a matter of minutes, so … 

Interviewer: Have you fallen on the ground and hurt yourself? 

Participant: I’ve not hurt myself but I have fallen, erm, which wasn’t nice 

Interviewer:  No I can imagine 

Participant: Erm, don’t remember falling but apparently I fell (laughs) 

Interviewer:  How did you begin to cope with being an epileptic? 

Participant: I just took the tablets 

Interviewer:  Did you, emotionally how did you …? 
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Participant: I got upset, I did get upset for quite a long time erm, I didn’t know why I had 

epilepsy, erm, and then I found out why I got epilepsy which made me more upset, so ... 

Interviewer:  Why? What was the reason they gave you? 

Participant: Erm, my mother drank a lot when she was pregnant with me and the doctors 

have said that that’s what probably has caused the scarring on my brain, which has caused 

the epilepsy, so I was very angry with her erm, and it took me a long time to sort of get 

over that, but erm, yeah I just, in the end I thought well what’s happened has happened, 

nothing I can do about it so I’m just going to have to carry on taking the medication and get 

on with it 

Interviewer:  Do you feel having more knowledge yourself helped you deal with it? 

Participant: Yeah, yeah, I researched a lot about it and I asked a lot of questions about it 

Interviewer:  Doctors? 

Participant: Yeah, erm, because in my mind if I knew more about it then I had more, not 

control over it but I had more understanding of what was happening to me which made it 

easier to deal with 

Interviewer:  Ok 

Participant: So … 

Interviewer:  Do you feel you can tell people you have epilepsy? 

Participant: Yeah it doesn’t bother me 

Interviewer:  It doesn’t? 

Participant: Na 

Interviewer:  Do you think your life has changed because of epilepsy? 

Participant: Erm, I have to be more careful, erm, obviously I can’t burn the candle at both 

ends for too longer, erm, I have to take the tablets, I have to make sure that I eat properly 

in the day and at night so my sugar levels don’t go so low my body can’t cope with it, erm, I 

get my days sometimes when I don’t feel right and I just have to take it easy but that’s 

about it really 

Interviewer:  How has epilepsy affected your outlook on life? 

Participant: I won’t let it beat me, it’s not going to control my life, that’s about it 

Interviewer:  So you feel that everything would have been the way it is even if you didn’t 

have epilepsy? 

Participant: Yeah 
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Interviewer:  Do you think people would treat you differently if they knew you had 

epilepsy? 

Participant: Some people may be 

Interviewer:  What sort of circumstances would they be? 

Participant: People could be worried I’m going to have a fit and be bit more hmm, but 

usually people aren’t any different so … 

Interviewer:  Is there anything that you can’t do because of epilepsy? 

Participant: Can’t drive 

Interviewer:  Can’t drive? 

Participant: Can’t drive yet 

Interviewer:  Ok, do you think you will be able to? 

Participant: Hopefully (laughs) 

Interviewer:  What are the regulations? 

Participant: You have to be fit free for, I think it’s for a year 

Interviewer:  Ok 

Participant: And it’s coming to a year now 

Interviewer:  Oh congratulations 

Participant: So if I can get through next month then I can get my provisional license and I 

can start driving 

Interviewer:  I wish you luck, something to look forward to 

Participant: Thank you (laughs) 

Interviewer: How do you think epilepsy is perceived in the UK generally? 

Participant: People are pretty easy going about it, erm, it’s the people that know nothing 

and those are the ones that back off from you, erm, because they think you’re going to 

drop on the floor at any given moment and fit and they’re not going to know what to do 

but generally most people are okay about it 

Interviewer: What is the most difficult aspect of having epilepsy, apart from driving, not 

being able to drive? 

Participant: Erm, flashing lights, that is the worst thing ever for me, its flashing lights, so, 

you know I don’t go out clubbing now but erm, when I used to go out clubbing I used to 
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have to be very, very careful about where I went, erm, because obviously the lights affect 

me, it was awful, horrible 

Interviewer:  Would it make you have a fit? 

Participant: Sometimes, a lot of the time, erm, and if it didn’t make me fit it would make 

me feel really, really, really bad erm, very light headed, the whole place is spinning, horrible 

Interviewer:  What about TV, the computer, you ok with that? 

Participant: Erm, yeah, I can’t, I’m not, it depends like the TV, it depends what it is. 

Interviewer:  Hmm 

Participant: So, say the police programme, I’m ok watching them as long as the lights on, if 

the lights off and the blue lights are going that makes me feel really bad, erm, if there’s 

anything quick moving on TV and the lights are off that makes me feel bad, erm, the 

computer I don’t spend a lot of time on but it tends to give me a headache, I don’t spend 

too much time on the computer anyway 

Interviewer:  Right, it wouldn’t make you have a seizure would it? 

Participant: I haven’t done but I’ve not really tested it out (laughs) to see 

Interviewer:  That’s good. What advice would you give to those who are newly diagnosed? 

Participant: Take the tablets, take the tablets and be patient because the first lot of tablets 

aren’t always the ones that work, erm, and don’t think that you can’t do anything in like, 

life has to stop because it doesn’t, as long as you get that right level of medication and the 

right medication you’ll be absolutely fine, carry on as normal, as long as you take those 

tablets then happy days, you’ll be fine 

Interviewer:  Where would you direct them to go for support? 

Participant: The hospital, and family and friends if they’ve got, if I had decent family and 

friends around me it wouldn’t have taken me so long to get used to the idea erm, and the 

internet, look it up, find out what’s going on, find out why, you know, what part of your 

brain has got the scarring on or whatever, why you know, what happens when you fit, you 

know why your brain is almost like short circuiting, erm, because when you know why, if 

you know what’s happening you can understand it a bit better you can deal with it a bit 

better 

Interviewer:  So it’s more understanding that would help you deal with it? 

Participant: Yeah 

Interviewer:  Do you have anything to add about epilepsy, how to deal with it or from your 

experiences? 
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Participant: Yeah just don’t let it affect your life too much, carry on doing what you’re 

doing, just know your triggers, if you know your triggers then that’s really handy, really 

handy to know your triggers 

Interviewer:  How would you find out what your triggers are, do the hospitals tell you or do 

you find that out from …? 

Participant: Its literally like, for me, every time I got to a really tired point where I felt so 

tired you know, I hadn’t slept for a week or something and I hadn’t eaten for a week or you 

know something like that, hadn’t eaten properly all day erm, or at all day, you just find a 

pattern, so you know you don’t sleep properly for two weeks you’re burning the candle at 

both ends you’re going out raving every night and then you’re going to work all day in the 

day, you know you get up early going to bed late and then you have a fit you find a pattern 

as to what’s happening, once you find that pattern that’s when you can think ‘oh, okay so 

I’ve been really tired this week and now I’ve had a fit’ and then the next time ‘oh I’ve been 

really tired again and I’ve had a fit’ you find your triggers like that, that’s how I did it, I 

found my triggers like that 

Interviewer:  And you don’t feel that it hold you back or anything during the day or week? 

Participant: If I fit then it does, if I’ve had a fit then it holds me back erm, especially with 

the kids, I can’t do anything with them, erm, but on a daily basis when I don’t fit doesn’t 

really no, you just got manage your life around it a bit. 

Interviewer:  Ok, well thank you very much 

Participant: That’s ok 

Interviewer:  Thank you 

 

End of interview 
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13.2. UK participant 2 

 

UK Interview 2  

 

Interviewer: How old are you? 

Participant: 48 

Interviewer: And what is your marital status? 

Participant: Married 

Interviewer: Do you have any dependants? 

Participant: Does dependants mean they still live at home? 

Interviewer: Yes 

Participant: Only if they live at home? 

Interviewer: No you can say others … 

Participant: Oh I’ve got 3 children but 2 live at home 

Interviewer: 2 live at home? Ok, how old are they? 

Participant: 24, 22 and 17 

Interviewer: And how long have you had epilepsy? 

Participant: I’ve been diagnosed about 18 months 

Interviewer: And what was the erm, what was happening around that time? 

Participant: What do you mean? 

Interviewer: Was there anything significant that happened or did it just come on suddenly? 

Participant: I’d had a couple of collapses but nobody had been with me so nobody knew 

why so I was taken into hospital. They did suspect I’d had a stroke, erm, I’ve got white 

matter on my brains that made them think I’d had a stroke, I was kept in but then they 

decided it wasn’t, then it was only when I was at work and fell down the stairs and 

somebody had witnessed me having the seizure that they then diagnosed it as epilepsy. 

Interviewer: Do you know other people with epilepsy? 

Participant: I didn’t then, I do now (laughs), I didn’t before, no. 

Interviewer: How did you feel when you first diagnosed with epilepsy? 
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Participant: Erm, I think it was a bit of a relieve to know why, because I actually had no 

memory of the time before the seizure and the time afterwards so I think it was just ‘well 

now we know what we’re dealing with’ but I’m quite a positive person. 

Interviewer: That’s good to know 

Participant: Yeah (laughs), that’s erm, that’s how I would deal with it generally so it’s not 

particularly because it was that it’s just how I am. 

Interviewer: And you continued with your work? 

Participant: No I’m signed off work. 

Interviewer: Ok 

Participant: I’ve got be 6 months seizure free before I can return to work so … 

Interviewer: What was your knowledge of epilepsy before your diagnosis? 

Participant: I knew what epilepsy was, I knew there was quite a few different types of 

seizures but I’d never seen anybody have a seizure, erm, I knew what to do if somebody 

had a seizure like a tonic-clonic one but I’d never had to do that, maybe because I work 

with families and children it’s something I had in training so that’s why. 

Interviewer: How confident are you on your knowledge of epilepsy now that you’ve had it 

yourself? 

Participant: I think I know a lot more but I’m not obsessed with it (laughs) like some 

people, do you know what I mean it’s not, it doesn’t define me and I’ve got it but I don’t 

need to know everything about it. 

Interviewer: So you know enough to help you? 

Participant: Yeah, yeah I don’t really … and to help other people that I now know with 

epilepsy but it’s not all consuming for me like some people. 

Interviewer: Ok. What type of support did you get from family and friends? 

Participant: Oh fantastic, yeah. They worry more than me because it’s not stopped me 

doing anything so we have a system so if I have a seizure, I wear this for my mum and dad 

(shows me bracelet), my immediate family are extremely relaxed about me but my mum 

and dad worry about me so if I have a seizure my netti  alert bracelet, so that the 

paramedics, or whoever finds me rings them, they have all my details and usually they 

would ring my husband but he’s probably busy at work and wouldn’t  answer the phone 

(laughs) then they might usually get my dad because he’s retired and then they have a way 

so my dad would ring my mum, my mum would ring my kids, my kids would then ring my 

Lean, Joanna, Yolanada, Jamima and there’s like a tree of … 

Interviewer: People you need to know? 
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Participant: Yeah, and I never, I tell everybody whenever I’ve had one because I think ‘well 

there’s no point’, not telling people because they’re going to worry, I’ve had one everybody 

knows, I always end up in hospital and then I try and escape as quickly as I can. 

Interviewer: Why do you always end up in hospital? 

Participant: Because I’m always out and about 

Interviewer: Oh dear. 

Participant: I always do it very dramatically; I fall down stairs, I’m on escalators in (large 

department store). 

Interviewer: You just want to show people? 

Participant: Exactly (laughs), but I’ve you know, it’s just always quite dramatic when I have 

my... So, my mum … 

Interviewer: Because you’re so relaxed? 

Participant: Yeah my mum has a theory that I go out  

Interviewer: Before you have a seizure? 

Participant: Yeah the only thing is I am quite a busy person out and about, but the only 

thing I really wouldn’t particularly want is for somebody to come home and find me so 

maybe there is a sort of sense that I go out and I am the type of person who, last week me 

and my husband, we were only walking and there’s a man in the river, trying to kill himself, 

so I tend to be that person who would help somebody so I think I’ve always been very 

lucky, somebody’s always helped me and I’ve made, my postman has knocked on my door 

every day because he found me one time up at the shops, so I’ve got you know, made 

some nice friends out of it, people have found me, you know two nurses found me at 

Dillon’s escalator and they still ring me so … 

Interviewer: It’s nice to get that support 

Participant: Yeah, yeah, I’m lucky really, I’ve got nice friends  

Interviewer: Do you have any feelings before you get a seizure? 

Participant: If I do I don’t remember them. I think I must do but I lose sort of about half an 

hour before  

Interviewer: And this is every time? 

Participant: Hmm. So like the time I was in Harrow, I knew I was in Harrow shopping but I 

didn’t actually remember going into Dillon’s, so when I was, I was like ‘where was I? But I 

don’t remember going into Dillon’s’ obviously I did because that’s where I was. 
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Interviewer: What are the sudden signs of your seizures is there anything that triggers 

them off, do you think? 

Participant: I can’t think of anything, there’s no rhyme nor, first of all, the one thing 

possibly but it’s not every time, is sometimes when I’ve got a very heavy period, but that’s 

probably out of 10 seizures I’ve had its probably 5 of them  but not enough to for my 

neurologist to feel there’s a pattern, I don’t know 

Interviewer: How do you feel after a seizure? 

Participant: Like I’ve ran 10 marathons 

Interviewer: And how long does that last for? 

Participant: Well, my, people laugh because sometimes they make me stay in hospital 

because I have a load and then I usually come home and then I sleep for 24 hours and then 

I have a dressing gown day because I don’t get tempted to do, I want to be up because 

that’s me and I would be like ‘oh I’m going to make the dinner’ and I’m stumbling around in 

my dressing gown, and then the next day I have to get out because I’m a bit … but I am 

really tired still and by about the fourth day I’m sort of getting back to normal. 

Interviewer: How often do you get seizures now? 

Participant: Well I’m a very high dose of medication now, because my last one was about 3 

months ago, it’s very good and that was my last one. 

Interviewer: Excellent, well that’s good. 

Participant: That’s how I think …  

Interviewer: What do those around you do when you have a seizure? 

Participant: I had one in the middle of a fireworks display, we were there with about 20 of 

our friends who were all there, kids, they just called an ambulance, and it had to trek across 

the field and yeah, stopped the firework display but then it was a rotary organised and they 

sent me a beautiful bouquet of flowers, so they didn’t need to do that and I spoilt their 

firework display (laughs), so yeah, no I’ve never had any experience of anybody being, erm, 

generally I’m out so its usually somebody I don’t know. 

Interviewer: Ok. What do you think people feel when they see you have a seizure? And 

how does that make you feel? 

Participant: Well whoever’s found me, I always speak to them, thank them, send them a 

thank you card, I always feel, and they always feel reassured when they see me afterwards. 

The thing that I found is that men, my postman still can’t over the fact that he had to touch 

me, move me, yeah, he’s lovely. I nominated him for like the postman of the year because 

he was so lovely and people don’t like going in my bag, for my phone to look for numbers, 

people keep saying ‘I’m really sorry but I had to go in your bag’ I’m like ‘don’t be silly its 

fine, I’m not …’ they’re more worried about …  
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Interviewer: Imposing on your privacy? 

Participant: Yeah, yeah, yeah. 

Interviewer: You don’t mind? 

Participant: I don’t mind, no. I mean sometimes, I mean sometimes people see this (shows 

me her medical bracelet) not always, it’s usually the paramedics that find it. 

Interviewer: Ok do you think if people knew about medical braces …? 

Participant: Yeah but I think you know people don’t like to touch, you know I can 

understand why people don’t, its more for when paramedics come really, they know to 

look for it. 

Interviewer: Do you feel you have control over your seizures? 

Participant: No 

Interviewer: Not at all? And how did you begin to cope with being an epileptic? What 

processes did you have to go through within yourself? 

Participant: I don’t, I did, I just thought that’s … 

Interviewer: Was it just you accepting it? 

Participant: Yeah, I think if I didn’t how could I expect everybody else around me to, people 

are very guided by how I would deal with things and a lot of people were very worried and 

so there’s a lot worse things, for me I think you know I can still, I mean I can’t work at the 

moment but then things happen for a reason so I’ve got a lot of people, I’ve joined the 

group and so I’ve met a lot of other people perhaps I can help and I just do voluntary work 

because I can’t work, so … 

Interviewer: Well that a nice change isn’t it, to help others? 

Participant: Yeah but that was my work before so it’s sort of just doing it and not getting 

paid really but you know. 

Interviewer: So you were in the same line of work before? 

Participant: Well I’m working with the elderly at the moment with my voluntary whereas I 

was working with young families before and its, I had two jobs, one job they made me 

redundant the other job, they still, my job’s there when I want to go back so they’ve been 

really good, really supportive, work. 

Interviewer: it helps doesn’t it? 

Participant: Oh yeah, yeah, very much so. 

Interviewer: Do you feel that you can tell people that you have epilepsy? 
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Participant: Yeah 

Interviewer: You don’t have problems or worries? What sort of circumstances do you tell 

them? 

Participant: Well everybody who knows me now knows, there wouldn’t be anybody who, 

and my medication is right out on display, my alarm goes off for me to take my medication 

so if I’m out with people in the evening my alarm will go off at 9 o’clock and everybody 

knows I would take my medication erm, … 

Interviewer: Do you think people treat you differently because of your epilepsy? 

Participant: The only thing I notice is if I’m not at home people will ring me on my mobile 

Interviewer: To make sure that you’re taking your medication? 

Participant: No not to, to see if I’m ok, and then I’ll say ‘hello’ and they say ‘oh, I wasn’t 

ringing to check up on you’ but that’s their issue really, it’s not mine (laughs) and they try 

and make it sound like they’re not worried and they’re like ‘we’re just thinking you weren’t 

at home’ I’m like ‘no I’m fine’ but you know, I’m not, they’re more worried than me, I think. 

Interviewer: Does it help knowing more people are looking out for you? 

Participant: Not really because I feel like I’m having to look after them to tell them alright 

yeah, (laughs) it’s like … 

Interviewer: Do you think your outlook on life has changed at all because you have 

epilepsy? 

Participant: Honestly, no 

Interviewer: That’s good to know. Do you think that there’s anything that you can’t do …? 

Participant: I think I’m quite unusual, because my GP says that, because he says, every time 

I go in there, he’s going, alright I’ve got a black eye I’ve got bruises and he’s going ‘I know 

what you’re going to say Hilary, it’s your last one’ I’m like ‘yes’ and so he’s got me speaking 

to some people in the practice who aren’t coping so well. So, I know that you know for 

some people, and because I’ve,  I’m ok with it I don’t let, you think I don’t understand 

because I’ve met some people who’ve had it for life and they’re still not managing, it’s just 

me, me.  

Interviewer: Just the way you are. 

Participant: Yeah, and I would be like that about  

Interviewer: Anything 

Participant: Yeah, and so it’s, it could be anything that I had. I mean when I was younger I 

had, they found out, I was very ill, really ill, after I had my second baby and they didn’t 

know what was wrong and I was, and they found out all my insides were the wrong way so 
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they like, everything was like mirror, so I had appendicitis but they didn’t know because it 

was on the other side, if you see what I mean, so when they took it all out I was infected 

and they had to have my bowl round and tethered down and everything so, I think when 

you’ve felt so ill like that, I mean if I have a fit I’m only ill for a few days, the only thing that I 

don’t like is taking medication because it makes me really tired but then I’ve got used to 

that but now they think there’s something wrong with my heart. So, they’re looking into 

the link whether if something happens to my heart and that causes my seizures. I’ve had 

this test which they think it’s quite … 

Interviewer: Isn’t quite normal? 

Participant: Yeah, so... 

Interviewer: What do you think is the most difficult aspect of having epilepsy? 

Participant: Other people worrying about me. 

Interviewer: How’s epilepsy perceived in the UK? 

Participant: Erm, I think it’s much better, it’s like I went on a visit with my husband’s aunt 

we went to this house and it was actually a home for people who had epilepsy, it was in 

Buckinghamshire, it was a home and like I think it’s a generation thing like she was saying 

an old aunt wouldn’t have had me into her house because she felt people were possessed 

by the devil if they had seizures, I mean I’ve not experienced anything like that but I know 

that that’s … and I think even in the UK even cultures, there’s a gentleman that comes to 

our group and none of his family know so even in the UK when you’ve got other cultures 

here its, yeah. 

Interviewer: What advice would you give to people who are newly diagnosed? 

Participant: Talk. 

Interviewer: Talk to…? 

Participant: People who have got it, people who haven’t got it, just be, it’s not something 

to hide, it’s just something you can’t do anything about so… 

Interviewer: Where would you advise them to go for support? 

Participant: Erm, (laughs) I suppose I should say the group. 

Interviewer: No you can be completely honest 

Participant: I would say go to a group that maybe you can get some support from if you felt 

you needed that, but you need a certain type of help. 

Interviewer: Anyone else, anywhere else who you suggest they go to? 

Participant: The things is I think some people who look up on websites can find too much 

information and I’ve been with people where its frightened them when they’ve looked up 



308| P a g e  
 

side effects of drugs and sometimes I think too much medical information is too much. And 

I think people have not got to think of themselves as being that, that’s a small part of their 

lives and they’re not just, yeah, they’ve got to think beyond that. 

Interviewer: Is there anything that you would recommend to help people cope with 

epilepsy, the diagnosis? 

Participant: I think it helps if you’ve got a good consultant, I mean I have a really nice 

consultant, he suits me, I mean I don’t think he’d suit everybody but he suits me and I think 

he’s very measured and he told me at the very beginning this is a very long journey to have 

and some people might not have liked that  honesty at the beginning but I think if the 

medical team are honest with you, because I think you think, the first lot of tablets I took 

made me feel so ill, I couldn’t function, I couldn’t walk, I couldn’t talk, I couldn’t, and but he 

was very honest with me he said ‘look we’ll take you off those we’ll give you another drugs’ 

but if he’d told me at the beginning ‘oh yeah I could sort this out’ and even now he says 

you know ‘we’re one step further on on that journey’ he’s very honest. I appreciate 

honesty. 

Interviewer: Do you have anything to add that you think might be helpful to me to widen 

my knowledge or to others to …? 

Participant: I think people should think that everybody with epilepsy deals with it in the 

same way, you know I think there’s a perception of people with epilepsy that they don’t 

want to go out, that they’re frightened to do things, that, and there are some people that 

are like that, not everybody, I think people tend to have a, I think you know, they might 

associate people who have got learning difficulties or have a brain injury, they 

subsequently have seizures as that type of person who may have, I think people may have 

an image of somebody with epilepsy, you know, not everybody’s the same. 

Interviewer: So you think more …? 

Participant: Just anybody can have it, so. 

Interviewer: So you think more general information? 

Participant: Yeah and I also think every time I go into hospital I, I mean I never used to 

drink much at all, I used to drink the odd glass of wine, that’s the only thing I don’t like, 

when  I’m in hospital I’m usually between two people who are drunk who are having 

seizures because they’re withdrawing, and so the assumption is that I, and everybody that 

comes up to me says ‘have you had a drink today?’ and I don’t even drink now, I wouldn’t, 

ever since, I’m so tired with the drugs I wouldn’t but there’s an assumption when you go 

into hospital, coming in an ambulance having had a seizure that I, the alcohol and 

withdrawing. 

Interviewer: The medical profession then? 

Participant: Hmm. 
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Interviewer: A bit of advice for them then not to assume? 

Participant: Absolutely yeah, yeah, you know so … 

Interviewer: Thank you very much for your time 

Participant: That’s alright 

 

End of interview. 
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13.3. UK participant 3 

 

Interview 3 UK  

 

Interviewer: How old are you, if you don’t mind me asking? 

Participant: 70 

Interviewer: Your marital status? 

Participant: Err, well no, I’m divorced. 

Interviewer: Do you have any, you don’t have any dependants, living at home with you? 

Participant: No 

Interviewer: What is your occupation or your occupation before? 

Participant: I was a (inaudible) ambulance escort. 

Interviewer: How long have you had epilepsy? 

Participant: 63 years 

Interviewer: 63 years? You were 7 years old? 

Participant: Yeah 

Interviewer: What happened around that time when you were diagnosed? Anything 

special or particular happen around that time? 

Participant: I was diagnosed when I was err dancing (laughs) on the stage in Acton Town 

hall, I was, it was I used to go to a dancing school, school of dancing in Shepherds bush, we 

used to do a show every year and they had a show, always in the Acton town hall, I just 

went up to her to get my certificate and I had my first fit. 

Interviewer: It must have been traumatic? And that age as well 

Participant: Yeah it was (laughs). 

Interviewer: Do you know other people with epilepsy?  

Participant: Sorry?  

Interviewer: Among your friends, do you know other people with epilepsy? 

Participant: A lot of people, yeah, yeah, I didn’t know then. 
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Interviewer: How did you feel when you were first diagnosed, although it’s going back 

quite a bit and you were quite young? 

Participant: Well to be truthful I don’t really think it made that much of an impression on 

me because I didn’t know what it was all about, everything was kept behind closed doors in 

those days you erm, I don’t think anybody ever called it epilepsy, it was called turns or 

funny turns or you’ve had one of those things again, you know there was never, you know 

the terminology epilepsy was never used really. 

Interviewer: Why do you think that was? 

Participant: Erm, I don’t really think they understood themselves, so erm, I don’t think it 

was done for any reason because erm, no I don’t think it was done for any reason at all but 

erm, but just the terminology wasn’t just used  

Interviewer: Do you think it had something to do with how society perceived …? 

Participant: Oh yeah definitely, because it wasn’t prominent, it wasn’t prominently known 

was it, well it wasn’t 

Interviewer: What was, I’m guessing at 7 years old you didn’t know much about epilepsy? 

Participant: No I didn’t 

Interviewer: What about now, do you feel you’re confident in your knowledge? 

Participant: Oh yeah, yeah, definitely 

Interviewer: What type of support did you get at that time? 

Participant: None, just wasn’t any around. Erm the hospital, the doctors at Hammersmith 

hospital where I was under said to my mum that I would have to go in an institution, 

because I would never be any good, and my mum came home and told my dad, he went 

over there and punched him the face and he said she’s not, because my dad was erm, 

denied, he denied it, he was in denial all his life that I ever had anything like that so erm, he 

really saved my life to be truthful, because he denied, he wouldn’t let them send me to 

homes, institutions because as well as you know if you go to an institution you’re 

institutionalised, and become like the people you’re with and you don’t become your own 

person so I was just, but my mum was very strong, very strong character, and she wouldn’t 

allow anybody to treat me any different, I mean she was blinking wonderful, she’s like why 

I am now, without any knowledge of what she was doing at all, so if it wasn’t for her, 

goodness where I’d be. 

Interviewer: So it was the strength of your parents really that saved you from …? 

Participant: Yes, yes, yeah. 

Interviewer: How are you now, do you have regular seizures? 
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Participant: Well I don’t have any grand mall, tonic-clonic seizures now, because they 

changed the name, erm, but I do have temporal lobe, I do have absences sometimes, my 

eyes go, there’s over two hundred types of fits, some nobody would ever know you’re 

having one and I get quite a lot of them. 

Interviewer: Do you have any feeling before a seizure? 

Participant: Not now, I used to but I don’t now 

Interviewer: How were they? 

Participant: The things I had, if I had the tonic clonic seizures was my left arm, always my 

left arm, used to go straight, straighten out like that, and then when it reached there I 

would go into a fit. 

Interviewer: Did it give you a chance to sit somewhere comfortable and …? 

Participant: No, no, I didn’t really know what was going on, it was too quick, it was too 

quick. I did stop it once, erm, because I was going out, my arm was reaching out like that 

and instimatically I got hold of my right arm grabbed my left arm and screamed no and 

pulled it back (laughs). 

Interviewer: Is there anything that triggers your seizures? 

Participant: Well they thought it might be periods, erm they thought it might be that, that 

made them worse anyway, helluva lot worse. 

Interviewer: When you were on your periods? 

Participant: There was no, they didn’t know what triggered it, they didn’t know what 

started it, well there is obviously everyone’s got something wrong with their brain, a scar. 

Interviewer: How do you feel after an epileptic seizure? 

Participant: Well, I was, I had, I used to have about 14-15 a time, it used to come, it used to 

last, I never had a fit and got over it, I used to have about 14 over the course of about 2 

days, day and night, so I wasn’t really alive for about 3 or 4 days. 

Interviewer: Was that because of pain? 

Participant: No, no, because you’re unconscious, and you use a helluva lot of energy so 

you’re absolutely tired and I used to have thumping headaches, terrible headaches, you’re 

sick and everything. 

Interviewer: What about those around you, how were they when you have a seizure? 

Participant: My parents were brilliant, my relations, all my family were wonderful, my 

school mates never took any notice of me, erm, I had wonderful school friends, still got 

them now, erm, the people in the dancing turned funny and they wanted my mum to take 

me away, erm, so I didn’t go there after a while, it was too embarrassing 
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Interviewer: For them? 

Participant: Well for me as well, everybody looking at you saying you’re different, you 

know, well that sort of things so I didn’t bother to go anymore. 

Interviewer: What do you think people feel when they see you have a seizure, how do you 

think it makes them feel and how do you feel about that? 

Participant: Well years ago, they didn’t know how to cope with it and I’ve been in very 

precarious positions laying on the floor with people laying on top of me and sticking things 

in my mouth and oh, I had one in the school once when I was picking up one of my girls and 

there was a whole circle, it seemed like the school was all around me when I woke up, you 

know just gawping at me, you know staring, its people didn’t understand in those days so 

it’s totally different, totally different. And it was the ability to live with it years ago, that 

was harder than actually having fits. 

Interviewer: Do you feel that you have or had any control over your seizures apart from 

that time you spoke about? 

Participant: No 

Interviewer: Not at all? 

Participant: No 

Interviewer: How did you begin to cope with being an epileptic, now when you were 

diagnosed you were only about 7 …? 

Participant: It was only about 7 but erm … 

Interviewer: When you were in your teens and you had to …? 

Participant: Well it was very difficult, that was my worst period, and one of the drugs they 

gave me was an antidepressant, which as you know depresses you in the end, so erm, it 

was a very depressing time and I obviously felt as I was different, not as good as anybody 

else, I wouldn’t go on the bus, I wouldn’t go on the train, I wouldn’t go out, I was very, like 

that. Conscious of the fact I could have a fit anytime and I didn’t want to go out. 

Interviewer: Was the medication not working as well as it should? 

Participant: No, well it was, yeah it was when they stabilised, when they took me off the 

thing and put me on another medication, yeah it was stabilising it and I still just had the 

once month sort of 15 at a time, erm, it leaves an impact on your brain that you’re 

different, erm … 

Interviewer: Do you think that shaped how you turned out in the end? 

Participant: No, because  I fought against that in the end, I fought against that, because 

when I was working, I went on, I didn’t know anything about the association till I was about 
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33, and I went to Greenford and there was a flower lady and she sold flowers on the 

pavement, and erm, there was this girl selling flags for epilepsy, and I went up to her and I 

said ‘ohh I haven’t seen that before’ she said ‘oh I go to a group’, this is the group I go to 

now, she said’ I go to a group’ she said’ you can come if you want’ but she was very, 

epilepsy must have been her second condition because she wasn’t very forward or very, 

she was frightened and shy and reserved and all that sort of thing, and so the flower lady 

who, who I knew because I used to go every week to buy my flowers, she used to say ‘aint 

it sad’ so I said ‘yeah but I expect she’ll be alright she’ll get on with it’ so she said, I said ‘ no 

I’ve got epilepsy, I’ve got two kids I go to work’ she stared at me, she stared at me and she 

said ‘but you don’t look like one’ so I said ‘how’s anybody with epilepsy supposed to look 

then?’ she said ‘but you don’t look like it, you’re normal’ I said ‘well everybody’s bloody 

normal,’ the swearing, I said ‘ well every body’s normal’ and that’s when it made me go 

bang, just hearing her say that, she’s a lovely lady and I still to, that’s when it really got me, 

and I thought no, I’m not going to allow people to say that about people, you know, and 

that’s when I started going to the branch. 

Interviewer: And tried to make a difference? 

Participant: Yeah and tried to make a difference, so and hopefully I did, well I have. 

Interviewer: Do you think epilepsy changed your life? 

Participant: Definitely, definitely, definitely because I never did the job I wanted to, I 

wasn’t allowed to. 

Interviewer: What did you want to do? 

Participant: I wanted to be nurse and I couldn’t because of the epilepsy but these days you 

can, it’s all that sort of thing, things that I wanted to do, I couldn’t do because you weren’t 

allowed to but now you are. 

Interviewer: Has it affected your outlook on life? 

Participant: Oh yes, yes, yes I’ve always thought it has affected my outlook on life because 

I’ve never looked down an anybody and I’ve never thought anybody is inferior or superior 

to myself, I’ve always thought of people as individuals and on the same level. 

Interviewer: So it’s made you more understanding of everyone else? 

Participant: Oh yeah, yes and it’s made me more understanding of, it annoys me really, one 

thing with the branch that annoys me is when people say ‘well nobody knows how to deal 

with me, nobody knows how to do it’ I say, ‘well do you know how to, how to deal with 

people who have got diabetes?’, ‘well no’, I say ‘well why should they know about you and 

you don’t about them’, you know it’s made me think along those terms and along that line 

and when I was, I don’t like to keep bringing this up but when my daughter was dying I 

thought to myself, ‘I’m sitting in this hospice and I’ve got no one, no one to talk to’ and yet 

you should, you should be able to find someone, and you should have someone to say you 

know, you can come talk to me. 
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Interviewer: And you think that’s how it should be with epilepsy? 

Participant: Yeah, yeah definitely, yeah. 

Interviewer: Is there anything that you can’t do now because of your epilepsy, before you 

couldn’t get into the job you wanted to do, what about now? 

Participant: Its only my own fault really, it’s, it’s basically anything I can’t do now is 

typically, basically down to me because my mum, she gave me, no she implanted a fear of 

water in my brain, I had to have a bath with the door open, sing all the time and that sort of 

thing, I wasn’t allowed to go into the sea unless I stood there facing them because she 

would frightened I would have a fit in the sea but I can’t get over that, and about a few 

years ago I said to the kids, I said ‘I got to get over this fear of water’ so I went out to the 

swimming pool to learn to swim (laughs) oh, I lost my voice as soon as I saw the water, I did 

as soon as I saw the water but I did stick it and I did stuck it for 14 lessons and I just, I 

allowed myself to stick and I was so frightened, I was petrified but I managed to float. 

(Laughs) I can’t swim, I can’t swim still. 

Interviewer: It takes a lot to float, when you’re scared of water  

Participant: (Laughs) oh dear well it was the only thing that bugged me, that I couldn’t get 

over that. 

Interviewer: Do you think there was a difference to how epilepsy was perceived when you 

were diagnosed and now? 

Participant: Oh big, big difference. It’s looked at now as something that happens to you, 

but in those days it was you’re no good, they just put you in an institution and shut the 

door, and you should never be any good to man or society. 

Interviewer: What do you think is the most difficult aspect of having epilepsy? 

Participant: Living with it, the ability to understand it for yourself, that is the hardest thing 

to do. 

Interviewer: What would you advise those who are newly diagnosed with epilepsy? 

Participant: To take a good look at what they are not what the epilepsy is but what they 

are so that they can recognise that they’re a  person first and the person with a disability 

second and just get on with what they want to do within the limits, I mean not be silly, not 

be foolish and start driving if you have a fit every day, just to recognise that you are person, 

a person that can do this and that, do it, don’t play and don’t keep on thinking about what 

you can’t do, just think what you can do. 

Interviewer: What would make it easier for them to cope with epilepsy? Is it knowledge, 

support from family or support groups? 

Participant: Well its knowledge, only if the knowledge is correct, because incorrect 

knowledge as you know, one word in the wrong place puts everything out of perspective, 
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they’ve got to have the right knowledge at the right time, and you mustn’t fill your brain 

with too much, obviously, you know just a gradual climbing up a ladder technique, but you 

got to do, you got to get an understanding of it, and also you’ve get have a real 

understanding of yourself, that’s the most important thing. Doctors are the ones with all 

the medicine and all the cures; you are the person who’s got to live with it so you’ve got to 

fight for yourself, live with you. 

Interviewer: Do you have anything else to add that would be helpful to knowledge? 

Participant: To those who are newly diagnosed is that the first fit could be the last and the 

last could be the first, so it doesn’t mean to say that just because you have one you can 

have one for the rest of your life because it doesn’t really mean that. 

Interviewer: Thank you very much for your time. Really appreciate it. 

Participant: That’s ok. 

 

Interviewer: The participant wanted to tell me about a friend of hers who had epilepsy 

after the interview. 

Participant: Extremely wealthy and have a high status, I’ll say that and they don’t come 

from London, and because she was diagnosed, because she had epilepsy she had to lay in 

the back of the car on the floor when they took them out in case she had a fit and showed 

them up and let on to people that she had epilepsy. She was clever, she went to university, 

she’s a teacher, she went to Oxford, she got a degree in music, she could play the piano like 

an angel, she’s (inaudible) all she’s done is being put down, always put down, never been 

encouraged, encouragement is the key to life. Everything, with children, doing their 

homework even needs encouragement; it’s the key to life not putting people down all the 

time. 

 

En of interview 
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13.4. UK Participant 4 

 

UK Interview 4  

 

Interviewer: How old are you? 

Participant: 41 

Interviewer: 41, and your marital status? 

Participant: Married 

Interviewer: How many years? 

Participant: Err 14 

Interviewer: Any children? 

Participant: No 

Interviewer: And what is your occupation? 

Participant: I’m a warehouse manager for (a big supermarket) 

Interviewer: How long have you had epilepsy? 

Participant: Err since I was 13, so 28 years 

Interviewer: Do you know other people with epilepsy? 

Participant: Yes 

Interviewer: You must do with the group? 

Participant: Yeah 

Interviewer: What were the circumstances around your diagnosis? 

Participant: Err, I started having blank episodes when I was 13, err no family history of 

epilepsy so went to the doctors, sent to the hospital for tests, EEG, cat scans, diagnosed 

with absent seizures, had those for 3 years, on medication. Grew out of absent seizures, 

which is quite common for teenagers, and then unfortunately 7 years later tonic-clonic 

seizure returned. But thankfully the last one I had was 2000, so I’ve been seizure free for 12 

years. 

Interviewer: How did you feel when you were first diagnosed? I know this is going back a 

few years 
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Participant: It didn’t really faze me, I didn’t know anything about it, absent seizures were 

quite mild, I didn’t know I was having them 

Interviewer: What about when it came back? 

Participant: When it came back it was more of a shock because completely out of the blue, 

as far as I’d been aware I was cured and that was epilepsy done with, err just one Sunday 

afternoon I was at home with my mum and dad and the next minute I know I’m in the back 

of an ambulance, so tonic-clonic seizures I was totally unconscious and when I came round 

in was in the ambulance on my way to the hospital, that sort of shocked and stunned. At 

23, I was working, I was driving, suddenly find that I lose my driving license err, so I had to 

do that twice. So the impact of that, I wasn’t so concerned having the seizures because by 

that stage I knew about epilepsy, more the impact of ‘is it going come back a lot, how often 

am I going to have them’ but it was more the impact on my life I was more concerned 

about. Err you know, working, driving, socialising it was more sort of you know, what sort 

of impact was it having on my life? I decided after a while ‘it’s not, bugger it’, I thought ‘I’m 

not going to let it control me, I might not be able to totally control it but I’m going to give a 

damn good go’ and that’s just been my philosophy. 

Interviewer: What was your knowledge before? 

Participant: Before diagnosis? Nothing 

Interviewer: Nothing, what about now? 

Participant: Quite extensive 

Interviewer: Yeah? 

Participant: Because of what I do as an accredited volunteer, I’ve had to go through a 

learning process, and it’s a two day course we do it at head office and its 12 weeks’ worth 

of distance learning, quite intensive, and we were signed off by the open college network 

so it is accredited. So that’s why it’s so valuable to the organisation, I can go out to speak to 

people with a level of knowledge and skill base, so now my knowledge is very good but 

beforehand it was nonexistent. 

Interviewer: Do you think it makes it easier knowing you know quite a bit about epilepsy … 

Participant: Yeah 

Interviewer: …for yourself and others? 

Participant: Yeah for myself because I understand ‘ok I’ve been seizure free for quite a 

while’ but I can understand, maybe not what’s causing seizures, a bit of a medical 

understanding about it, but I’m more understanding of the possible impact and the 

treatments and things, so understanding that helps me a wee bit and enables me to help 

others and that’s more important to me. 



319| P a g e  
 

Interviewer: When it came back at the age of 23, the epilepsy, how did you start to cope 

with it, what did you feel you have to do? 

Participant: I was more concerned about what impact it was going to have on me, I was 

working at, 20 miles from where I lived, err on the, I lived one side of Belfast and worked in 

the other, so it had an impact on travelling back and forward to work, it had an impact on 

just getting around in general, it had an impact on my social activities, I was a keen walker 

and rock climber, err so I thought ‘oh can I climb when I’m having seizures?’ and I decided 

‘yes’, its changed how I approach my climbing, instead of going up the cliff face first, 

bringing the loop behind me and leading the climb, I would’ve gone second or third and the 

loop was already there, so in the likely event I had a seizure while I was climbing all I 

would’ve done is fall on the loop, I just made sure the group of people I climbed with were 

aware of the condition, and if they didn’t want to climb with me they were perfectly free to 

say no and there was going to be no hard feelings so they were aware of the condition, 

they were aware of what to do in the event that I did have a seizure in the middle of 

(inaudible). So they were fine, no problem, you know give them some education about 

what they have to do, otherwise I just got on with it. 

Interviewer: So you feel the way you coped with it was basically to just … 

Participant: Get on with it 

Interviewer: Make it part of your life, as it is part of your life? 

Participant: You know I take a tablet in the morning, I take a tablet in the night and apart 

from that, that’s generally how much I give it 

Interviewer: What type of support did you get from your family and friends? 

Participant: Family, you know wants to get over the initial shock first and the second time, 

the first time was probably harder for my mum and dad because no family history, no 

obvious injury, no brain injury or anything, nothing found, no lesions or anything so they 

thought ‘what’s caused it?’ I think the normal parent reaction, ‘was it something we did?’ 

so it was probably harder for them to accept it first than it was for me. And then when it 

came back the second time all those feelings came back, maybe not just as strongly this 

time because they dealt with it first time, and the first time we had found out about the 

condition and we had found out about (epilepsy charity) and got some support, so we were 

a  wee bit shocked when it came back but you know, certainly as far as support they gave 

me I couldn’t fault it, you know, they understood I had to work through it, so if I wanted to 

try something or continue doing something there was never any, something they may have 

said you know ‘should you be climbing?’ it was never said to me but they probably said it to 

themselves, you know, I think they knew I was 23, if I felt I couldn’t do it, I wouldn’t have 

done it. It was just you know, being sensible with it, you know some of the doctors 

would’ve always said ‘oh you know you can’t do that anymore, you can’t do that, you can’t 

do that’ I’m like ‘why not?’ you know as long as you’re sensible, if you think you know how 
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many seizures you have and how many you’re having, and if you could sort of find out 

what’s triggering your seizures, if anything like tiredness, anxiety, stress … 

Interviewer: Do you think anything in particular triggers yours? 

Participant: I don’t, nothing that I would identify while I was having, nothing sort of stood 

out, it was one of those things that happened, so nothing stood out, you know, if I got 

really tired I was likely to have one, if I get really stressed, nothing sort of stood out when 

we sort of looked at it. 

Interviewer: And you never felt like you could control it or anything? 

Participant: You can take your medication and that but I wouldn’t say you could control it 

because you just don’t know when it’s going to happen. But you just, you control it as much 

as you don’t let it control you, I can’t guarantee that taking a tablet will mean I won’t have 

a seizure so I’ve no control over it coming back. 

Interviewer: You’re still on medication? 

Participant: Hmm, a very low dose just to maintain it, mainly because if I want to come off 

my medication I have to give up my driving license for 6 months and I can’t do that, I need 

my car for work, so I can’t turn around and say, every year when I have my review with my 

doctor he says ‘do you want to come off the tablets?’ and I say ‘no I can’t’. If I was in a 

situation where I could do without my car I might think about it but taking a very low dose 

of the tablet, you know a tablet in the morning a tablet in the night and that’s as much as I 

think about it. 

Interviewer: That’s alright then. Do you feel you have any feeling before a seizure? 

Participant: No I never got, I never got anything, just bang. The only way I found out about 

a seizure was when I woke up on the carpet, (laughs) you know or wherever I had fallen. 

Interviewer: How about after a seizure, how did you feel? 

Participant: Tired and groggy, headache and that for a while, it was all taking me a while to 

sort of come round fully, a couple of hours before I was normal, whatever normal is 

(laughs) 

Interviewer: What about those around you, how do you think they felt seeing you have a 

seizure? 

Participant: I think there was only once when they actually saw me having a seizure 

Interviewer: And who was this? 

Participant: That’s was my mum, it terrified her, and I, it wasn’t that, the fact I was having a 

seizure she understood that, it was the fact the feeling of ‘there’s nothing I can do’, it was 

her helplessness, because there was nothing she could do to stop it, all she could be was be 
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there when I came round and that was more terrifying for her, ‘there’s my son having a 

seizure, possibly in pain’ and there’s not a damn thing she could do, you know to stop it. 

Interviewer: How did that make you feel when you came round? 

Participant: Ohh, well she was always just concerned that I was alright or one thing or 

another, when I immediately come round I was sort of, sort of too groggy and sort of out of 

it to sort of care, err it was that I knew mum was there and it was nice to know that your 

mum was there if you know what I mean, if you’re not feeling well, that sort of a way, but 

apart from that you know it wasn’t given a lot of thought. 

Interviewer: Do you think you can tell people about your epilepsy? 

Participant: Yeah I do all the time 

Interviewer: You don’t mind? 

Participant: No, I couldn’t be an accredited volunteer and not. 

Interviewer: Do you think your life changed because you had epilepsy or may have gone a 

different way had you not had epilepsy? 

Participant: Err it probably changed in what I wanted to do when I was a child, I wanted to 

join the RAF, err when I was diagnosed with epilepsy, you can’t join the armed services, so 

that changed my career path, it’s what I always wanted to do since I was a kid, so that was 

… 

Interviewer: Did that affect you, was that hard to accept? 

Participant: It was hard at first but then I thought ‘ok, there’s nothing I could about it, ‘err 

what am I going to do now sort of thing’ and even when I lost my, the seizures when they 

came back, I lost my license twice, it hasn’t stopped, I’ve never not had a job, I’ve been 

quite lucky I’ve always managed to stay in a job, it’s made it difficult sometimes with 

transport but I’ve always got round it. I’ve coped that way, I’ve just got on with it. 

Interviewer: A sense of normality. Has it affected your outlook on life, has epilepsy affected 

your outlook on life? 

Participant: I don’t know whether it’s made me, I wouldn’t say its made me a worse 

person, in ways it probably made me a better person. 

Interviewer: How so? 

Participant: Because I probably have a better outlook on what I can and can’t do, in 

limitations, because it wouldn’t, if somebody told you know possibly you can and can’t do 

certain things, you can’t drive until you’re seizure free, which may have a limitation on this 

and that and the other, you don’t drive, if you live in a big city, if you live in London it’s not 

such an issue, you’ve got the taxis, you’ve got the trains, you’ve got the DLR or whatever, 

but take that out of a big city and it can have a massive impact, you know the more rural 
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you get, you don’t have the trains, you don’t have the buses so your feelings of isolation 

can be  a lot more intense. I was in Belfast at the time, not a big city compared to London 

but the biggest city in northern Ireland so it was tough at times to get back an forward to 

work but between friends, family and work colleagues I always managed to get and from 

work, so … 

Interviewer: How do you feel about your life now? 

Participant: I wish I’d won the lottery but apart from that no (laughs) don’t we all? No you 

know … 

Interviewer: Do you think people treat you differently because they know you have 

epilepsy? 

Participant: I hope not, I don’t think so, if I was having more frequent seizures and people 

at work had seen me have a seizure you know they might look at me differently, it’s no 

secret at work that I have the condition and talk about it openly. 

Interviewer: You don’t feel you’re treated differently because of it? 

Participant: No I don’t feel because of it, so … 

Interviewer: How is it perceived in your culture, I don’t know whether your culture, you …? 

Participant: It wouldn’t be in the same as here, but its more, I guess more misunderstood, 

than anything else, people don’t understand what epilepsy is and, I wouldn’t say they were 

afraid of the condition because of their ignorance, but at times it can almost seem like that, 

I wouldn’t say it’s a cultural thing, it’s more of a lack of understanding. That’s probably the 

best way of putting it. 

Interviewer: Do you think there’s a big difference the way it’s looked at in Belfast and 

London? 

Participant: I don’t think so, I think its’ still you know, what you want to call it, the British 

culture as opposed to an ethnic culture whether its ethnic groups within the UK or in their 

own country or that, I think you know there’s quite a significant amount of stigma attached 

but its enforced upon the sufferer and the sufferers family in the same way as in other 

cultures. 

Interviewer: And what is the most difficult aspect of having epilepsy? 

Participant: I suppose if you’re having frequent seizures it can, I would if I was having a lot 

of seizures I think I would you know, the restrictions on your independence, whether that 

comes down to being tied to public transport through lack of car or whether it’s being 

restricted in employment opportunities, social leisure activities you know, depending on 

the severity of your epilepsy, it would depend what the severity and what those restrictions 

are. If you’re having a lot of tonic-clonic seizures it’s obviously a lot more restricting than 

somebody who’s having the occasional absent seizure. 
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Interviewer: And what advice would you have for those who are newly diagnosed? 

Participant: Find out about the condition, think about what you can do with your new 

condition, don’t let it stop you doing anything, you don’t have to sit in the corner of a room 

and never go out again, yes depending on the frequency of your seizures and how severe 

they are, there may be restrictions on what you can and can’t do but you should never let 

it, you know, let it stop you from trying, the only thing to stop you from trying is you and 

that’s a personal choice, that’s not because of the epilepsy, that’s you saying ‘I’m going to 

let the epilepsy control me’. If you’re not comfortable going swimming on your own 

anymore but you enjoy swimming, well take somebody with you, don’t go to the deep end 

of the pool stay in the shallow end of the pool, swim across rather than up and down, get 

out, still enjoy it, you know tell the life guard what your condition is and where you are, go 

and play football, you know, run around, cycle, if you still feel you can do on the occasions 

why should it stop you doing anything? I’m always a great believer in do what you can 

when you can. 

Interviewer: And do you have anything to add, any other useful information for me or for 

anyone with epilepsy? 

Participant: Just get on with your life as best as you can, there will always be at some stage 

where there will be restrictions and limitations on what you can do but I think it’s you 

setting those limitations and not the condition, setting the limitations, that’s how you 

should live it. 

Interviewer: Thank you very much 

Participant: No problem at all 

Interviewer: It was a pleasure to talk to you 

 

End of interview  
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13.5. UK Participant 5 

 

UK Interview 5 

 

Interviewer: How old are you? 

Participant: 44 

Interviewer: 44, what is your marital status? 

Participant: Single 

Interviewer: Do you have any children? 

Participant: No 

Interviewer: And what is your occupation? 

Participant: Ohh, it’s a good question, I don’t know what to say to that really, because at 

the moment I’m not working. 

Interviewer: You volunteer mostly? 

Participant: Yeah I do at the moment and I’m not working 

Interviewer: How long have you had epilepsy? 

Participant: Erm, err 35 years, since I was 8 years old 

Interviewer: Do you know other people with epilepsy? 

Participant: Well, yes I do 

Interviewer: Family and friends or to do with the charity? 

Participant: Through charity and through, err, I’ve been in assessment centres so that way  

Interviewer: What sort of assessment centres? 

Participant: It’s the, err, national centre for epilepsy, the child from St Peter  where the 

point sends for assessment they don’t know what to do basically, they start from scratch 

basically  checking out what is the matter and how can we help, because I went to the 

neurologist and several times they said ‘sorry we can’t help you’ and would a second 

opinion be advisable and then that way maybe we can go to an assessment centre, so I 

stayed there for about nearly 2 months, they sort of, the way that works is they start from 

scratch so they ignore what the neurologist had already found out, they start investigating 

from the beginning, which is quite good actually. 
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Interviewer: What were the circumstances of your diagnosis? This is a while ago I know. 

 Participant: Yeah it is but erm right, erm, it’s sort of my father had died and that is most 

likely the trauma that triggered the seizure and I have to say my mother was very much on 

the ball in those days, because epilepsy was not much talked about and she had it read on 

the paper or magazine and saw on the television or somewhere she had seen about 

epilepsy and thought this might be it and then talked to the doctor and told ‘look this had 

happened’ and she had also seen absences and had this massive big seizure and was sort of 

unconscious, she couldn’t wake me up one morning basically from that stage and so that 

was sort of the beginning of that diagnosis and that was then quite readily the diagnosed 

with epilepsy with all those EEGs and things available at the time. 

Interviewer: Do you still have regular seizures now? 

Participant: Now I’ve been 2 years without seizures 

Interviewer: Congratulations. 

Participant: So it’s been a rocky road to that stage but yes (laughs) 

Interviewer: You finally get there in the end 

Participant: Exactly (laughs), precisely 

Interviewer: How did start to cope with having epilepsy? 

Participant: In the beginning I was only a child, 8 years old sort of, its denial, you know 

straight forward denial, and that’s how sort of took it, I’m like there’s nothing wrong and I 

just barge on with life, I suppose its derivative of that my whole life, its continued, it’s not 

that I think that I have nothing wrong but I sort of thought its part of my life, I have seizures 

and continue with my life and that’s about it, just part of, have a seizure continue with life, 

that’s erm, because initially then my seizures were also simple partial seizures they were 

easy to disguise as well, which I did and then, not because I’m ashamed but because there 

was this fuss around you which was unnecessary but it happened. 

Interviewer: Do you mean others that saw you having seizures? 

Participant: Yeah 

Interviewer: What did they do? 

Participant: Well that’s the thing they panic, they don’t know what to do so you just end up 

you know covering yourself and I, mine was quite easy to sort of disguise so I did that. But 

erm, 2004 when I, my seizures sort of were greater and I lost consciousness and all that so 

there was no hiding basically (laughs), and I was anybody’s after and that generalised the 

primary partial and so it’s just relaxed in a way, although I was scared initially I just thought 

that happens and there’s nothing I can do basically and it’s frustrating, I cried out of 

frustration really because you get this sort of ‘I can’t do anything about this’ and tried all 
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the medications in the book but you just took your carpet burns and other sort of burns 

and sort of bruises that just went on and that’s more or less it. 

Interviewer: Going back to when people saw you having seizures how did that make you 

feel knowing how they looked at it? 

Participant: I, you see that’s the thing, I have no bad memories really and in London people 

helped me, in childhood obviously they don’t know what they saw so children sort be like, 

‘what’s happening?’ they laughed and, but I don’t think there’s anything cruel about it as 

well because they don’t know what they’re watching when somebody’s having a seizure. I 

don’t have bad memories or traumatic memories of that either and later on as well, its 

more I have qualms about it, but that fuss they make arise, and I think, it’s because the not 

knowing and they panic, and its calling the ambulance and you end up having to spend 4-5 

hours in A&E which is unnecessary, nobody does anything with you anyway, you’re just 

waiting for a registrar to discharge you and so it’s that because all my life I was having the 

simple partial seizures, I saw everything that went on and I heard everything that went on, I 

just couldn’t speak to tell them instructions (laughs) how to operate, which is extremely 

frustrating. 

Interviewer: Where did you grow up, which country? 

Participant: Finland 

Interviewer: How long have you been in the UK? 

Participant: Over 15 years 

Interviewer: What type of support did you get from your family and friends when you were 

first diagnosed, I know you were quite young at the time? 

Participant: Well, I’ve had no problems  

Interviewer: Have they always supported you? 

Participant: Yeah, I’ve had no problems 

Interviewer: What do you think triggers your seizures? 

Participant: I do think the biggest trigger have been stress and it’s not the everyday stress 

you know these little things, but something a bit more substantial like what you carry 

constantly, spinal tap basically there, subconscious more like it, that sort of things, and I 

suppose also when you’re not well, when your general health is poorly, and also when 

you’ve exerted yourself and you know coming to relaxed state, then you release that and 

you might have a seizure as well but erm they can be quite erratic sometimes and recently 

when I’ve been seizure free for a year or so I had a traumatic event and after I returned 

home I had two weeks of constant aura so we realised how easily they can return and so it 

seems that trauma in my life can bring it on. 
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Interviewer: Do you have feelings, you talked about aura, do you have any feelings before 

you have a seizure? 

Participant: I do yeah, it’s about just I don’t know how, it’s difficult to estimate how long 

before but I do get a sort of feeling, maybe 30 second- a minute before. 

Interviewer: You have a chance to sit down? 

Participant: I do, just that, you know, nothing more and I, if people are close by I might be 

able to, you know, say one word like ‘seizure’ and if they hear that fine and if they don’t 

then I don’t have a second chance to say that, so it’s very brief and not everybody gets to 

hear that. I don’t really know what to say, the thinking, by that time the thinking process 

has slowed down already and you know everything is, I can sort of feel myself going all the 

time and doing things. And while I had simple partial seizures I could feel as well, I could 

hold a hot cup of coffee in my hand and have a seizure in my left side, people were 

laughing and I found it hilarious too but the mind is a beautiful thing, to hold a hot cup of 

coffee there and have a seizure on the left side stare at the coffee ‘don’t drop’ (laughs) 

Interviewer: How do you feel after a seizure? 

Participant: It depends again on the seizure type, the simple partial seizures I’m fine, good 

to go but the when I get unconscious and all that I get really tired, the muscles ache, quite 

tired. 

Interviewer: How long does that last for? 

Participant: The seizure itself, ok erm, that’s difficult to say, 5-10 minutes you know 

starting from the seizure then going unconscious I’m not sure how long that’s taking, 5 or 

10 minutes then I might even fall asleep, it depends, I’m tired, really tired, muscle ache like 

you’ve been doing the boxing and running a marathon at the same time and erm, so I 

might take about 5-10 minutes but then that ache, then I would require rest really.  

Interviewer: Do you feel you have any control over your seizures? 

Participant: Sometimes I do, yeah, deep breathing sometimes help, maybe even postpone 

or not even have a seizure at all and but they are just a bit, and otherwise I don’t know, 

those are probably the only ones, the bit of, and the fact that I also changed my life style 

you know taken out all the unnecessary rush and stress in a way (laughs). I don’t need to 

run to the bus the next one is coming. 

Interviewer: It’s a good way of looking at it. 

Participant: Yes. 

Interviewer: Do you tell people about your epilepsy? 

Participant: Not really, I mean, no its, its hmm, yeah I don’t really no. 

Interviewer: Is there a reason? 
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Participant: No, no not really, it’s just that when do you drop into conversation, I mean I 

don’t hide it, no, by no means, that’s not the way. 

Interviewer: You just don’t make a big fuss? 

Participant: Well no exactly, this is it, this is it, I mean if I need to yes I do I mean, now I 

don’t feel the need even to say it because I don’t have seizures but if, for example, if I did 

have still seizures I probably would say more but not really, no, because (inaudible). 

Interviewer: Do you think your life has changed because of your epilepsy? 

Participant: Well somewhat, yeah my initial plans were to be a Raleigh driver or a pilot so 

that was a bit of a disappointment, I had my eyes set on those roles so I don’t know.  

Interviewer: Do you think your life would have been very different if you didn’t have 

epilepsy? 

Participant: It might have been slightly, yeah, I don’t know, there’s so many ifs and buts, I 

don’t know, who knows, because that was, the thing is its difficult to imagine life without it 

since I’ve had it since I was 8 years old. 

Interviewer: It’s been a long time, I can understand that completely. 

Participant: It’s like a, it’s difficult to trust in life without that now. (Interview interrupted 

for a 2 minute silence at 11 on 11th November). It was a sort of adjustment also to the fact 

that when my seizures sort of ended, it was an adjustment to that as well you know, it was 

difficult to imagine life without it as well and its peculiar to say that because I didn’t have 

them anymore because they had been a part of your life for 35 years and erm but is 

suppose … 

Interviewer: You’re learning to adjust without it. 

Participant: Yeah and the thing is I suppose for me, it’s easier than some other people I 

know, because I had not taken it, it was just on my stride basically, you know, I had a 

seizure just continue my life but you know erm still they weren’t there anymore (laughs). 

Interviewer: Do you still take medication? 

Participant: I do, yeah 

Interviewer: Do you think people look at you differently because of your epilepsy? 

Participant: Hmm, no I don’t think so, I, I’m sure some people do but I, very rarely I 

suppose. 

Interviewer: So you don’t notice people treating you differently or being funny with you 

because …? 

Participant: No, no 
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Interviewer: How is epilepsy looked at in your culture? So if you think back in Holland, how 

is it looked at and how is it compared to the UK? You see any difference 

Participant: Ohh, it’s been a long time since I was there, erm, I don’t really, I can’t 

remember, difference? I don’t know really any difference or any, I mean, it’s difficult to say 

really because I’ve been 15 years over here you know. 

Interviewer: So how do you think people look at it over here? 

Participant: Hmm, (laughs) right, well I live in London where I’ve been very lucky and I, I 

haven’t had no problems and I can only say very positive, and people just lack a bit of 

knowledge about that, erm but then again you can’t really know everything about 

everything, and erm but it was erm, let’s say 10 years ago it was very appalling that the 

medical staff didn’t even know about epilepsy, when you went to family planning centres 

and stuff but erm I, I haven’t had any problems and erm, yeah, how do they look at 

epilepsy here? Well I, let’s put it this way in job applications situations there’s still an issue, 

because it comes after an interview there might come the question ‘can you do the job?’ 

you’ve had an hour’s interview, you’ve sent your application and they have actually invited 

for an interview, ‘but can you do the job because you have epilepsy?’ so hmm, I suppose 

just a whole lack of knowledge, I don’t know what to say to that. 

Interviewer: Do you think, what is the most difficult aspect of having epilepsy?  

Participant: Difficult? Hmm, well I don’t know, I, I suppose it is the erm, the not knowing 

when, where you’re going to have the next seizure, the seizures themselves. Because 

you’re not in control, because everybody wants to be control so I suppose that’s probably 

it. 

Interviewer: How do you see your life now? Where you are now in your life? 

Participant: Its ok, it could be far worse, it could’ve been so much worse, and erm, 

obviously I’m disappointed in myself but that’s a different story (laughs). 

Interviewer: Why is that? 

Participant: Well because I don’t have a job and I haven’t done the things that I should 

have. 

Interviewer: Many people don’t. 

Participant: Yeah, well. 

Interviewer: And they’re perfectly fine. What advice would you have for someone who is 

newly diagnosed? 

Participant: Well erm, I would erm, study the condition, I mean learn as much as someone 

can about the condition and take control of my own, and responsibility of my own 

condition because the consultant and GPs just don’t have the time for your particular 
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needs and then you would armed to ask the right questions when you go in to see the 

doctor and erm, also take care of, I mean you would know what to do with yourself as well. 

Interviewer: You were in the Olympics this year, how did that go? 

Participant: Yeah that was, that went well. 

Interviewer: An achievement. 

Participant: Well this is the thing I argued with Margaret as well, I said look ‘achievement is 

very subjective word, I mean one considers rising out of bed an achievement the other 

person doesn’t’ and so I don’t consider being in the Olympics an achievement and you 

know. 

Interviewer: Well I heard you say it was once in a lifetime and I think you’re right because I 

still haven’t been to the Olympics. 

Participant: Well this is, yeah, coming to London was once in a lifetime, I don’t think it’s 

going to be here again soon. 

Interviewer: Not in our lifetime. 

Participant: So that’s why I thought ‘better now, quickly’ because I don’t know if I can 

travel to Rio if I wanted to on my budget. 

Interviewer: Thank you very much 

Participant: No problem, I hope it helps 

Interviewer: Thank you. 

 

End of interview 
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13.6. UK Participant 6 

 

UK Interview 6  

 

Interviewer: How old are you? 

Participant: 58 

Interviewer: What is your marital status? Are you married? 

Participant: I’m single 

Interviewer: Single. Do you have any children? 

Participant: No. I’ve got loads of nieces and nephews (laughs) 

Interviewer: What do you do? 

Participant: I am err, I’m medically retarded 

Interviewer: Ok, how long have you had epilepsy? 

Participant: Since I was 32, you can deduct from (laughs) I’ll leave that to you 

Interviewer: Ok, that’s for me to work out now. Do you know other people with epilepsy? 

Friends and family 

Participant: Well since I joined my west London group I’ve been very, very happy with 

them 

Interviewer: When did you join them? 

Participant: Ohh, well first of all erm, when I moved to Ealing which was when in 1970 oh 

sorry 1990 and erm then I left a while, they were so old and strange and I ran away. 

Interviewer: Oh dear. But you’ve been happy with them since? 

Participant: But I erm, it was with Dr Damien’s encouragement and doctor and he erm, he 

enabled me to mix with people and mix with erm enabled me to mix with people again and 

so to go and mix with epilepsy friends and I decided to this wonderful thing by, by going 

back and Bernie and Annette welcomed me back with open arms so since then everything, 

they erm, they always welcome me back with open arms, especially Cindy and Robert you 

saw on the desk, yes, Cindy, you didn’t see Robert yesterday, he, he’s married to Cindy and 

he, she, they are wonderful, anything I ask of Robert he will do for me. He says ‘hello’ and 

he always teases and says ‘you’re my girlfriend’ and you know ‘you’re my second wife’ 

because we all come from the same district in Liverpool, Cindy and I, adjoining districts 

really and it was fantastic to find out. 
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Interviewer: How did you, what were the circumstances of your diagnosis with epilepsy, 

what happened? 

Participant: Well after 3 erm, findings of whether I did have erm epilepsy erm, it came out 

that I did have epilepsy. 

Interviewer: Did anything happen around that time? 

Participant: Erm well, when my, when I found I was just at my sister’s, I went down to my 

sister’s one normal weekend, erm leaving here and looking forward to and erm my, my, my 

nephew when I was watching TV and he was, he, he just simply changed channels really 

and that started me off. 

Interviewer: So nothing traumatic happened, nothing, no illnesses? 

Participant: Nothing, well I have, I’ve got cerebral palsy as well, and I was born with it. 

Interviewer: Did that have anything to do with it, having epilepsy as well, or do they not 

know? 

Participant: My epilepsy is in the same spot as my … 

Interviewer: Ok, how did you start to cope living with epilepsy? 

Participant: Ohh, dreadfully at first, now I’m a bit more organised but err … 

Interviewer: Why did it bother you so much, do you think? 

Participant: I, it was new to me, it was, but erm I was working in the hospital, in, in 

chemical pathology and I knew that I said, I told them all that, erm I didn’t want to know 

my own results, so that’s why I went to a different hospital, you see and I didn’t want to 

know my own results and so that’s why. 

Interviewer: It upset you that much that you had epilepsy? 

Participant: No, no, no, I didn’t want to, because I didn’t want to specifically, I wanted to 

get, I wanted to let others in the laboratory know more about me and I wouldn’t erm, if I 

did want to know I could always ask doctor Bull or whatever if I persist, if I worried about 

something I could always ask him but anyway what happened I got, I really worked hard 

but it was not the epilepsy that did me in it was the, it was the MP who cut me off, because 

when erm, it was the MP who said, who put down the hospital and I’ll never forgive him for 

that because I would still have my job if, if erm it wasn’t for him because although he 

wanted a bigger hospital and joined Westminster hospital as well, it, it is now Chelsea and 

Westminster erm it was a little family unit of St Stephens, we all knew each other, every, 

from the erm high to low and we all knew each other, you know and it was wonderful 

there, it was really, from mortician and upwards, you know and we all knew, it was, it was 

really, I could go on, but it was really and they gave me a chance. And erm, Leo gave me a 

chance erm Nick was erm my, my boss in, he was erm coping with erm with me, in the end 

he said you know, he said you are very good, you know, in the end. 
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Interviewer: Quite nice. 

Participant: Yes 

Interviewer: How did your family help you when you had epilepsy? 

Participant: Ohh, well my, my, my as a child I was always, I felt really as if I was always 

being mollycoddled and this is why when I was, when I was, 1978, I was broke free from 

Brighton and came free up here, my sister, and my sister thought she had lost me and came 

searching for me, and I was in Brighton in, in, in Ladbroke Grove and she said ‘well if this 

what you want well ok’ and she erm, and she said ‘fine but keep in, please keep in touch’ I 

said ‘ I will, ok, please I just to be, my freedom’ because everyone was, I wanted some 

space, you know and after explain that they were ok and Tom who was my social worker 

did erm, oh he was wonderful. 

Interviewer: How are you now, do you still have seizures? 

Participant:  I have the occasional seizure if, if I am under stress and erm, but erm, and 

when I remember to take my tablets but I, but I do take my tablets, but the occasionally 

time I, I, I forget. 

Interviewer:  How did you begin to cope with having epilepsy? 

Participant: Erm … 

Interviewer: What helped you come to terms with it? 

Participant: I said it’s like everything else, I said it’s going to be like my cerebral palsy, it’s a 

hidden disease and so I thought its erm, my doctors, my GP and my specialist told me its 

err, it’s a, you’re going to have to take these tablets for life and erm I said ‘fine’ but didn’t 

bother me, you know. 

Interviewer: Do you have any feelings before you have a seizure?  

Participant: I did have auras, I did have erm and I did have this taste in my mouth. 

Interviewer: Ok, what sort of taste? 

Participant: Erm, and I need chocolate, you know. 

Interviewer: So you’re craving for chocolate as well? 

Participant: Yeah 

Interviewer: What about after a seizure, how do you feel then? 

Participant: Oh I feel I want to go, and, and, and oh I’m like a, just after a seizure? 

Interviewer: Hmm 
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Participant: Oh I’m like a, Im like a, what’s the saying, I’m like a like (inaudible), I’m like a, 

I’m like a, I’m so frustrated and so angry and so, I’m like a, with bull’s head on, I can’t get 

out. 

Interviewer: Like you’re trapped in your own head, or heavy head? 

Participant: I’m like a kid with a bull’s head on, I’m like a, oh what’s the saying, there’s a 

special saying, I’m like a, erm, erm, erm, there’s I’m like a kid with a bull’s head, its, I’m like 

a kid with a bulls head on. 

Interviewer: What about those around you, how do they feel when they see you have a 

seizure? 

Participant: Well luckily I only have erm, I’ve only had seizures in, in my own house. 

Interviewer: So no one’s seen you? 

Participant: No one has seen me have fits outside. 

Interviewer: Ok, does that make you feel better? 

Participant: It does, yeah. Yes, but a friend of mine saw me have a fit outside, erm in, in the 

street and I was calling, I was calling her to call my friend (start coughing badly and asks for 

some water) 

Interviewer: So your friend saw you having a seizure? 

Participant: Have a fit and I was. I was trying to erm tell her to go and get Rob, my friend 

and erm that’s the only time I feel so embarrassed, well not embarrassed but it was I 

always and apologise but it’s a fact of life to go say I’m sorry afterwards but erm, and when, 

when I am in post  

Interviewer: Seizure? 

Participant: You know, post seizure they say ‘oh you’ve just had a fit, haven’t you?’  

Interviewer: Do you think people treat you differently because you have seizures? 

Participant: No, no, no, I don’t want to be treated differently to anybody, you know 

Interviewer: How are you now, how do you feel about life and …? 

Participant: I feel wonderful 

Interviewer: That’s very good. 

Participant: I go swimming, well I try to go swimming but I haven’t been swimming because 

of my cold 

Interviewer: What do you think is the most difficult thing about having epilepsy? 
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Participant: I think it’s the erm, the attitude that people, that certain people have taken 

about it and we are trying to, trying to still, keep trying to at epilepsy and still trying to tell 

people that epilepsy is just like any other illness, its, it isn’t a special illness it’s just like any 

other illness. 

Interviewer: What advice would you give others who are newly diagnosed, so if someone’s 

been told …? 

Participant: To come out clean about it, to come out and do as much as you can, don’t be 

shy about it, don’t, and come out join, join one of our, join us all and get to, get to join in all 

our activities and join epilepsy action. 

Interviewer: How do you think people look at epilepsy in England? 

Participant: Epilepsy in England, I think if they er, if they, it depends if erm, if they’re aware 

of erm, if the specialists are aware of us, as they probably are, and if they tell us, the 

specialists tell us why we are then I think, then I think they’re on the road to the path to us 

very well. 

Interviewer: Thank you very much for talking to me and I really appreciate all your input. 

Participant: Thank you 

 

End of interview 
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13.7. UK Participant 7 

 

UK Interview 7  

 

Interviewer: How old are you? 

Participant: 26 

Interviewer: And what is your marital status? 

Participant: Erm … 

Interviewer: Single, married? 

Participant: Partner, with partner 

Interviewer: Ok that will do. Do you have any children? 

Participant: No 

Interviewer: And what is your occupation? 

Participant: Erm I’m a technician, DT, technology technician 

Interviewer: How long have you had epilepsy? 

Participant: Erm since I was 15, 16 

Interviewer: About 13 years ago 

Participant: 10 years ago 

Interviewer: My maths isn’t what it used to be 

Participant: (Laughs) 

Interviewer: Do you other people with epilepsy? 

Participant: Do I know any other people? 

Interviewer: Yeah 

Participant: I know a few people, yeah 

Interviewer: Can you tell me the circumstances around your diagnosis, what happened 

around that time? 

Participant: I just developed it 

Interviewer: Nothing happened? 
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Participant: Nothing happened before hand, no. 

Interviewer: How did you start to cope with it, that you had epilepsy? 

Participant: Just dealt with it, it’s a fact of life, really (laughs) 

Interviewer: Did you not find it hard that you had this condition? 

Participant: Well a little bit, it’s just like anything that you, just like any illness, you just got 

to get on with it, deal with it. 

Interviewer: How did your family and friends help you? 

Participant: With erm just taking my pills regularly, because my memory’s not the best jut 

things like that and finding a job was difficult because my field of work, they don’t like it 

when you’re erm, well I can use heavy machinery and when I’ve got epilepsy as you 

probably know, but erm I have most of my seizures in the evening but according to them as 

long as you’ve got epilepsy you can’t use machinery and that’s the bottom line, its 

ridiculous. 

Interviewer: Does that frustrate you? 

Participant: Yeah, it does frustrate me a lot. 

Interviewer: Did you feel that you sort of had to teach them about the condition and what 

you can and can’t do? 

Participant: Hmm, yeah. 

Interviewer: To reassure them or was it more for yourself? 

Participant: To reassure them really, erm but I mean I did a university degree, what it’s a 

diploma and I had to do the same thing there and it was quite difficult because they 

weren’t knowledgeable enough about the disability to really realise and again it was, as far 

as they were concerned epilepsy, bottom line, can’t do anything. 

Interviewer: Do you have any triggers for your seizures? 

Participant: Yeah, stress is a very big one, err obviously not taking pills, err tiredness, erm 

dehydration and flashing lights as well but not in the normal sense, a lot of epileptics they 

have flashing lights but I have strobe lights affect but strobe lights don’t affect me, if it 

were to be a normal light like it would be lashing on and off, constant, constant ray then 

that would affect me. 

Interviewer: Do you have any feelings before a seizure? 

Participant: No aura, no. 

Interviewer: Nothing at all? 
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Participant: No 

Interviewer: How do you feel after a seizure? 

Participant: Very tired, just like any other, any other person. 

Interviewer: Do you have any aches? 

Participant: Not that I’ve noticed, no. 

Interviewer: How long does it take you to recover from the sleepiness after? 

Participant: Oh that can depend hugely, erm, it can be anything, anything from a couple of 

minutes to a day. 

Interviewer: What about those around you, if they see you having a seizure, how do they 

react, what do they do? 

Participant: It depends who it is, but normally most of my friends they know I’ve got 

epilepsy and so they’re not sort of scared or intimidated about it so they just know how to 

deal with it and know not to call an ambulance unless it’s you know lots, lots of them 

intermittently. 

Interviewer: How does it make you feel that they’re almost accepting? 

Participant: Oh it’s good, I feel safe 

Interviewer: Ok, do you feel you have any control over your seizures? 

Participant: No 

Interviewer: Do you feel happy to tell people about your epilepsy? 

Participant: Generally, unless it’s somebody I work for  

Interviewer: Do you not declare at work that you have epilepsy? 

Participant: No, I’ve got no other choice because otherwise I’d be permanently 

unemployed 

Interviewer: Do you think epilepsy has changed your life? 

Participant: Yeah 

Interviewer: Or altered it? 

Participant: Yes 

Interviewer: How do you think your life would’ve been if you didn’t have epilepsy? 

Participant: I don’t know it’s hard to tell but … 
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Interviewer: Do you think it’s restricted you in any way? 

Participant: Yeah, quite, well I wouldn’t have to tell an employer therefore I’d probably got 

a completely different job, you see the job I got at the moment is you know, otherwise I 

would’ve got into cabinet making and there is completely no restriction. 

Interviewer: How do you see your life now? Do you feel it’s on track with what you 

would’ve done anyway? 

Participant: No 

Interviewer: It’s not? 

Participant: I would’ve been a cabinet maker, or possibly set up my own business. 

Interviewer: Why do you think epilepsy holds you back, what is it about epilepsy that holds 

you back, not to do what you want to do? 

Participant: Well the fact that the seizures are not erm, what’s the word when you don’t 

know when they’re coming? 

Interviewer: Unpredictable? 

Participant: When they’re unpredictable, the fact that they’re unpredictable 

Interviewer: So you still have regular seizures, it’s not controlled just yet? 

Participant: Yeah it’s not controlled 

Interviewer: What’s the most difficult aspect of having epilepsy? 

Participant: That. 

Interviewer: The fact that it’s unpredictable? 

Participant: Yeah. 

Interviewer: Do you think people look at you different …? 

Participant: Actually also on other aspects is that, other people, unless they understand it 

they just see it as an illnesses that’s black and white as opposed to varying degrees of 

epilepsy, they just see it as epilepsy or no epilepsy. 

Interviewer: So its lack of understanding, lack of knowledge? 

Participant: Yeah very, yeah, huge lack. 

Interviewer: Do you think people treat you differently because you have epilepsy? 

Participant: Yeah 

Interviewer: How would they look at you? 
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Participant: Erm, it’s mostly employers or people who are bound by insurance, insurance 

err what do you call it? 

Interviewer: Companies? 

Participant: Yeah, yeah I suppose so 

Interviewer: Legal? 

Participant: Yeah legal rights. 

Interviewer: So do you think it’s more …? 

Participant: They’ve got to be careful, yeah. 

Interviewer: … Companies or its more people not knowing enough about it? 

Participant: A bit of both I think. 

Interviewer: What do you think would change this, what sort of …? 

Participant: Knowledge, knowledge and understanding of both parties, people and erm 

insurance companies, because insurance companies need to be taught what the dangers 

are and the varying degrees of the disability. 

Interviewer: What advice would you give others who are newly diagnosed with epilepsy? 

Participant: It depends what age. 

Interviewer: Any age, over the age of 18 that they know and are aware of their illness, their 

condition. 

Participant: Be very careful about what degree you try and go into or what job you try and 

go into  

Interviewer: Anything that you think I would find useful or you would want to advise others 

or you think is important? 

Participant: Hmm, just I would advise people to tell others that have the disability or as 

many as they think comfortable that sort of around day to day  

Interviewer: And you’re happy telling people, you don’t mind?  

Participant: No I don’t mind. 

Interviewer: Thank you very much for your input and good luck 

 

End of Interview 
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13.8. UK Participant 8 

 

UK Interview 8   

 

Interviewer: How old are you? 

Participant: 46 

Interviewer: 46, and what is your marital status? 

Participant: Single. 

Interviewer: Any children? 

Participant: No 

Interviewer: And what do you do? 

Participant: I’m a PA to a Finance Director. 

Interviewer: How long have you had epilepsy? 

Participant: About 7 years 

Interviewer: 7 years, what were the circumstances surrounding your diagnosis, did 

anything happen around then? 

Participant: Erm, I don’t know, I just started erm, having … I don’t know, I was in a pub in 

Kent having lunch and I ended up having I think a seizure, I think that was a year before 

that, I didn’t do anything, I thought I just collapsed, I didn’t know what happened, a year 

after I started being over whelmed, having emotional things, just getting emotionally 

overwhelmed, just this 30 seconds, 1 minute attacks, and it just continued and continued, 

this was all before I was diagnosed, then my family said ‘enough is enough’, because to be 

honest I’ve never had any health problems. I’ve never stayed in hospital, I’ve never … 

Interviewer: So you were happy to ignore it? 

Participant: Oh yes 

Interviewer: Well thank God for your family. They persuaded you, what happened at the 

doctors? 

Participant: And then after my sister kind of said ‘that’s it, get off your arse’, I went to the 

doctor, erm she sent me to St Mary’s initially, in Paddington, and she asked me erm, they 

did an MRI and it turned out I have a lesion right in the middle to do with memory, I think 

it’s the one he talked about this morning, it’s to do with memory and emotions, that’s the 

one that is a lesion, its bigger than it should be and that’s what causes the lesions. And 
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since then it’s just been getting worse and worse and erm, I tend … like I said it started off 

with those kind of, I think it’s what the lady was talking about, Dr Jenny, she was talking, I 

think it started off with that then epileptic things, because I would sit there feeling totally 

overwhelmed, I would be sitting with you and you could say I’m from Iraq and I would say 

it’s that Kurd, that nice Kurd guy that used to be, he was a lovely guy, he was like all round 

and he would wear that special outfit, costume you guys wear, and he was all round and he 

was such a lovely guy, he used to make me that special tea which I hated (laughs), or the 

other Kurd who used to work with my dad in the office and he made me, you know I have 

nice fond memories that maybe I would emotionally, because we all left in a hurry you 

know, and I would get emotionally overwhelmed because it reminds me of nice memories 

or something would be a trigger or you tell me something, oh I don’t know something, and 

I would get this 30-40 seconds or a minute or two, and some people would know it and 

some people wouldn’t, but they started getting worse, they would be like, what I would call 

mini seizures, where I’m going to be vulgar excuse me, where I would urinate or the other 

side or once I was at a job interview I tidied up the papers and folded them and walked out 

or things like that or you know there isn’t anything in the house that hasn’t got a stain to be 

honest before I’ve done something, I carry a pair of knickers extra in my bag, so there’s 

always something, so they got worse and developed into full seizures, whether on the bus, 

on the street. 

Interviewer: Are they controlled now or do you still have regular seizures? 

Participant: No I continue having them. 

Interviewer: Do you feel you have any control over them at all? 

Participant: No 

Interviewer: How much support did you get from family and friends? 

Participant: Erm, my family being typical they just wanted it to go away, because that’s 

their attitude, make it go away, go and take something, go and do something and why does 

it happen? They kept on asking me the questions, ‘I don’t know, why are you asking me?’ 

and err, and me being typical me I just wanted to run away and avoid them, so I never 

stayed at home, I thought ‘well, if it happens and I’m on the street it’s safer’ (laughs). 

Interviewer: At least my family won’t see me. 

Participant: Yeah (laughs) and they won’t ask me the questions and you know the usual 

things and erm, but erm, and I suppose I didn’t want to recognise it if I’m honest, you know 

after 6-7 years this is the first thing I attended. 

Interviewer: Have you found it helpful? 

Participant: Very, very helpful if I’m honest, people kind of … 

Interviewer: It’s a very nice atmosphere 
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Participant: Yeah, yeah, it’s very lovely, yeah. 

Interviewer: I wish it happened more because I think it would help a lot more people. 

Participant: Hmm, yes 

Interviewer: How did you feel when they first told you that you had epilepsy?  

Participant: I was in shock, I was like ‘no you’re wrong, do something else, do another’, and 

I changed hospitals, I went to another, Charring Cross, and the guy said, same diagnosis, I 

said ‘no’, ‘well no’ he said, he agreed but then I just found the medication I was given at St 

Mary’s didn’t work, didn’t work and to be honest it started getting worse and worse, I think 

I was given the basic one right at the beginning, and it just got worse, and I suppose having 

a friend from school who I had known, I don’t know for how many years, she had epilepsy, 

she had something here (point to the back of here head) at the back of her brain, err she 

was about 19-20, no she was about 22-23, in America and she started having seizures and 

they decided the best option was an operation, and she had the operation done but she 

continued having seizures for the rest of her life, to the extent that she ended up giving up 

her life and staying at home, doing nothing and erm, I thought ‘I don’t want to be like that’ 

I mean she, she just became like on welfare, I don’t want to do, I don’t want to end up like 

that, that was my image in my head, so erm, and I kept on saying ‘no I want, I want 

something that work, I want a solution’ so erm, and to be honest I’ve always been the type 

to go out and find a solution, not the type who sits there and say ‘yes, give me a pill’. 

Interviewer: How did you find that you coped with it, to accept it, what did you feel that 

you had to do? 

Participant: I suppose with this one because there isn’t one thing, you know, you know like 

my mum and my sister whatever the fashion they did, you know if you had lipo they did it, 

if you this they did it, I was the other extreme, if you go you know, the other way, you 

know thank God, I never did any of that (laughs). 

Interviewer: More individual you were then? 

Participant: Yeah (laughs), you know, I would take supplements, I would do the what 

worked you know, I would do the fad things you know, I would do the alternatives more, I 

would you know, I would do the diet, change of diet things because I found they actually 

did work, but the acceptance is the hardest because  ‘well I’ve been doing things right 

because they work’ because they did, and I’m thinking ‘why did you give me this?’ its like 

almost asking God, ‘why did you give me this?’ so the acceptance was the hardest part but 

then the seizures just started getting worse and worse and worse and worse, I did end up 

in neurology hospital and I’ve been there, Mr Shah, is, was lovely because he left, he 

retired and he was lovely, whatever I said he said ‘try it, it’s ok’ (laughs), I think he probably 

needed a massage after me or something or drink or whisky to calm down. 

Interviewer: You were stressing him out that much? 
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Participant: Yes (laughs) because like it doesn’t work der, der, der, you know he never, he 

was, he was, he was a sweetheart, and I was like you know ‘nothing happened, the MRIs 

doesn’t say anything’ he says ‘no change’ and I always go back and say ‘well the drugs 

hasn’t worked’ (laughs) and I kept on getting off the drug and obviously that didn’t help. 

Interviewer: Why were you getting off the drugs? 

Participant: I, I hated the fact that I was like so err, the side effects were too much but then 

I don’t think I ever did it in a controlled manner which made the side effects worse. 

Interviewer: Do you almost feel like that you wanted to take charge and not the pills? 

Participant: Yes, yeah, absolutely, because I wanted to take charge of the problem because 

I am responsible, it’s my body, so I kept off, he put up with me, bless him, until he retired, I 

didn’t think he was that old. 

Interviewer: Do you think there’s anything that triggers your seizures? 

Participant: Erm, tired, emotionless, too overwhelmed, sleeplessness, err, stress, kind of 

the emotional aspects of things. 

Interviewer: Apart from, you said you feel overwhelmed, do you have any other symptoms 

of when a seizure is coming on? 

Participant: Erm, sorry what …? 

Interviewer: Do you have any feelings before you have a seizure? Some people talk about 

an aura, some people talk about … 

Participant: The mini ones yes, not the full I never, it’s like oh I’m talking to you the next 

thing I’m the floor I wouldn’t know, but the mini  ones, what I call the mini ones yes, yes I 

get, a get a feeling of déjà vu, ohh I know this, tera rera, you know it’s a bit like that, feeling 

of I’ve known this experience or I know you somewhere or a feeling of I’ve had this 

experience, feeling of being very overwhelmed, and that’s, I don’t know whether I’m going 

to have the little, what I call the little one which I assume what that lady was talking about 

or the big one, and erm, and that’s why I don’t know what I’m going to do, like I said tidy up 

paper or erm, but I don’t collapse on the floor, or I could just sit here … 

Interviewer: So you’re quite aware? 

Participant: No, not conscious, no, I don’t know 

Interviewer: But you’re awake, you don’t know what you are doing but you are still doing 

things, you’re functioning? 

Participant: Yes, but I’m not, the next thing I know, I’m on the other side of the road, how I 

got to the other side of the road, I cannot tell you, or sometimes I could just sit here, I don’t 

know, subconscious, I don’t know, maybe you have a better idea of how the brain works 

than me, I mean once I was in somebody’s house, and I, and I erm, I think I said I’m going to 
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use your loo, and the loo was upstairs so I put on my coat and I said I’m going to use your 

loo and I went up the stairs and apparently I just came downstairs and walked off and the 

next thing I know is, she lives up the end of Green Lane, so there was a Tesco or something 

and the next thing I know standing outside Tesco, I was like ‘how the hell did I get here?’ 

but it must have been a good 5 minutes. 

Interviewer: So how do you feel afterwards? 

Participant: Oh a bit lost, I was like ‘where am I?’ you know, everyone knows Green Lane, I 

know what Green Lane’s like. I can just describe it to you, I could say it starts with the 

famous Jewish, where the bagels are, and then you’ve got Finsbury football you know, 

Arsenal Football Club and you get on the bus and it goes all the way … you know, I can, I 

was stunned I was like, so to this day I still see the friend but she never, I don’t, I think she’s 

terrified so she hasn’t invited me back to her house, I don’t know. 

Interviewer: Do you think that’s how people feel when they see you have a seizure or an 

episode? 

Participant: Yeah, they’re scared 

Interviewer: How does that make you feel? 

Participant: Well I suppose it does make me feel a bit rejected in some ways but it’s not my 

fault. 

Interviewer: No, of course. Do you feel you have any control over the seizures?  

Participant: No apart from controlling the physical aspect of making sure I sleep well, the 

emotionless … 

Interviewer: Do you think that makes a difference? 

Participant: I think so but I don’t think I can guarantee it but it’s a contributing factor. 

Interviewer: Do you feel you are able to tell people about your epilepsy? 

Participant: I’m getting better, where I do tell people, especially if I am spending more time 

with them, or if we’re doing something together, if we’re going, you know if we’re going 

somewhere or something then yes, as a rule no, depends. 

Interviewer: So you won’t unless you have to? 

Participant: Yes, but I do … 

Interviewer: Do you think they treat you differently when they know you have epilepsy? 

Participant: I think in the beginning some people do, I think after a while they do tend to 

forget about it, especially if nothing happens. 

Interviewer: How do you think it’s looked at generally, epilepsy? 
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Participant: I think with a little bit of confusion, because not a lot of people understand it, 

because a lot of people kind of see it as a different type of err, yeah they see it, they see it, 

I think because if you say you’ve got cancer or a heart condition or something, its 

advertised much better. 

Interviewer: They know? 

Participant: Yeah, with cancer ‘oh you poor thing’ or heart condition ‘oh you can’t exercise 

or you ate bad food or something’ but with this it’s like ‘oh’ and I suppose well Professor 

Sheldon said something, I suppose he’s right, because he himself I don’t know if it’s true 

but he said ‘we still don’t know a lot about the brain’, which is in a way true, he said ‘you 

know there’s still a lot to learn’ (laughs). 

Interviewer: A long way to go, definitely a long way to go. 

Participant: I suppose the other annoying thing is if I do something odd people are like ‘are 

you alright?’ ‘Will you sod off?’ (Laughs) ‘Yeah I’m fine, leave me alone’ or why ask if I’m 

alright? Then it takes me a while to click and then it’s like ‘oh yeah, I’m fine’ (laughs) it’s like 

a, a bit of a … 

Interviewer: You said your knowledge of epilepsy, because you had a friend who had 

epilepsy, was that your only source of knowledge before you were diagnosed yourself? 

Participant: Yes 

Interviewer: And how is your knowledge now, do you think? 

Participant: I mean after today it got a lot better, yeah, prior to today it was all self-learnt. 

Interviewer: So do you go after knowledge quite a bit? 

Participant: I think when I suffer from something I go see (inaudible) 

Interviewer:  Ok 

Participant: But then the other factor, another symptom of epilepsy is the energy level, 

that I found difficult, I still have a lot of energy, you know I grew up in London, I love 

London, I used to do a lot, and I now I barely make it to work, I barely make it home, maybe 

I do something at the weekend. 

Interviewer:  Do you think that’s a side effect of your medication or the illness itself? 

Participant: I don’t know, could be old age (laughs) could a combination of all 3. 

Interviewer: You’ve got a long way to go to call it old age. 

Participant: I know but to be honest I don’t know, I mean I used to come dancing here 

about 6-7 years ago about the same time and now if you tell me to go dancing I’ll be like ‘ok 

let’s wait for it’ you know to have the energy to do that,. You know an hour, no two hours 
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after work, you don’t finish work until 6, 6.30, but I still did it, it was nice, it was fun, it was 

great. 

Interviewer: Something to look forward to do, to take up again maybe? 

Participant: Yeah, I like to but now I haven’t got you know, it’s hard work. 

Interviewer: What do you think the most difficult aspect of having epilepsy is? 

Participant: I think the not knowing, and you don’t, not knowing how to control it either, I 

mean if I know all I have to do is like, erm, with erm cancer it’s like if you give up cigarettes, 

you know that will give you lung cancer, hey I’ll give up cigarettes, I’ll even give up coffee if 

they tell me that will help my epilepsy, well that’s pushing it but I’ll try, I’ll give up 

something, or if you do, or it will lower the seizures, I mean I know what causes epilepsy, 

but it will lower the seizures, which would be nice to know what contributes and I think not 

knowing and also just having one, it’s like ‘what did just happen?’  

Interviewer: So you still find it quite traumatic? 

Participant: Yeah 

Interviewer: What advice would you have for the newly diagnosed? Because you’ve had it 

for some years now, so what would you say to others? 

Participant: Erm, I suppose take care of yourself, make yourself a priority, its hard work and 

get as much help as you can, its erm… 

Interviewer: What sort of help do you mean? 

Participant: Sorry? 

Interviewer: What sort of help do you mean? 

Participant: I suppose, yeah, don’t be afraid to go out and keep asking, to be honest at the 

moment I’ve got Professor Cope at the neurology hospital and erm, I’m not afraid, well no I 

am not afraid, I have sent faxes and he has replied, I mean he’s very sweet and it’s ok to do 

that and people are afraid to do that, I think ‘why? He is your doctor’, so don’t be afraid to 

do that, don’t be afraid to go seeking help, because you have something serious and you 

need to find your answers. 

Interviewer: Do you think it helps knowing that you do ask a lot of questions and you do 

take charge in a way? 

Participant: Yeah, yes, because at the end of the day I mean they’re not miracle workers, 

you can’t assume they’re going to sit there with a magic wand and here’s your answer, 

that’s what a lot of people expect, they hand the responsibility to their doctor and they’re 

going to give them an answer, doctors don’t do that, you know, I mean even if you spend 

the whole day with them, they can’t tell you unless you open up and share.  If you don’t 

open and share and tell them, if you can’t open and share and be honest, and if you don’t 
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ask, if you don’t say this is what happens and this is the change and these are the things 

and these are the der, der, der what can you do, they’re not going to be able to, just 

assume they’re miracle workers, and it’s not fair, they’re humans just like you and me, not 

any different and people hand them a lot of, because they’re too lazy to get off their arse 

and take responsibility for themselves so go out there and ask. 

Interviewer: Do you know other people with epilepsy in your circle? 

Participant: No, no. I mean unless, there must be somebody else at work, but nobody’s 

identified themselves. 

Interviewer: Ok, well thank you very much for your contribution. 

Participant: You’re welcome 

Interviewer: And I wish you all the luck in the world 

Participant: Thank you, you too. 

 

End of interview 
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13.9. UK Participant 9 

 

UK Interview 9  

 

Interviewer: What is your age? 

Participant: I’m 21 

Interviewer: 21, what is your marital status? Are you single? 

Participant: Single, yeah 

Interviewer: Do you have any children? 

Participant: No 

Interviewer: And what do you do? 

Participant: I’m a volunteer, I work in a playgroup for children 0-5 with special needs and 

illnesses and disabilities. 

Interviewer: How long have you had epilepsy? 

Participant: Since birth, for 21 years 

Interviewer: Do you other people with epilepsy? Family, friends? 

Participant: Only from my West London group. 

Interviewer: Ok, how long have you been attending that? 

Participant: Since I was 6 

Interviewer: Do you like it? 

Participant: I love it 

Interviewer: Is it helpful? 

Participant: Oh definitely 

Interviewer: Do you get a lot support from them or more from your family do you think? 

Participant: I think more support probably that place because I’ve grown with it as well, 

they might not have been born with it but as they’ve grown up with it, so anything I want 

to talk about which I don’t want to talk to my mum about I’ve always got them to talk 

about. 

Interviewer: And you trust them? 
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Participant: Oh yes definitely 

Interviewer: What were the circumstances of your diagnosis did anything happen? 

Participant: Erm, all scans my mum had, everything was fine, my mum’s water broke at 

home and I think, even when my mum wanted to give birth I was struggling to breath I 

think, when we got to the hospital the heartbeat, when I stopped breathing like the 

machine monitor and I didn’t have enough oxygen to the brain which left me with epilepsy 

and learning difficulties 

Interviewer: So you know it’s because of that? 

Participant: Yes, yeah. 

Interviewer: Obviously you were a baby when you had epilepsy but then you’ve grown up 

and at the age of probably around your teens you would have realised you had epilepsy, 

how did you start to cope with it and deal with epilepsy itself? 

Participant: I think it was hard being the only one in the family because I literally have 

family from wales, family from Ireland, no one in the family have got it, I’m literally the only 

one in the family, so I thought, when I was younger I thought, ‘am I the only one in the 

whole wide world with epilepsy?’ because nobody else I know, no school friends, no family, 

nobody had it so I thought it was a rare condition, I’m never going to be able to talk to 

somebody about it, until my mum’s work colleague and my mum found out one of her 

work colleagues also had epilepsy and she called me up talking to me because I was crying, 

struggling, I was just wishing like I was dead because I hated, I couldn’t cope with it when I 

was younger. 

Interviewer: And you found the support outside your family more helpful? 

Participant: Yeah, very easy to talk to, and like my parents might not know everything 

about epilepsy because they haven’t got it. 

Interviewer: Do you still have regular seizure? 

Participant: Oh yes. 

Interviewer: On medication as well? 

Participant: Yes 

Interviewer: What do you think triggers your seizures? 

Participant: Period, excitement, stress, if I’m ill and I’ve got a temperature, it varies. 

Interviewer: Do you have any feelings before you have a seizure? 

Participant: I used to, this year since April I’ve been fitting every month, I’ve had no 

warnings, but when I was 13 till 2010 I had warnings but this year not one warning until … 
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Interviewer: What about after your seizure, how do you feel then? 

Participant: Tired, dizzy, confused, if I end up in hospital I literally won’t, I’m an adult now, I 

literally won’t let my mum leave the hospital, I’m literally so out of it, I feel like I’m more 

brain damaged than I was before I had a seizure. 

Interviewer: So do you, how long does that take you to come out of? 

Participant: Probably, I can’t say, probably not till tomorrow I’ll be back to normal. 

Interviewer: So you need a full day at least 

Participant: Yeah, not till the next day I’m back to my normal self, I might be a bit tired the 

next day and a bit like feeling weird but you wouldn’t like, the day straight away I have a 

seizure I’m just not myself at all. 

Interviewer: What about those around you when they see you have a seizure, what do 

they do? 

Participant: It depends how old they are, I think if they’re adults, my mums age, I think 

they’re alright with me but if they’re my age or maybe younger they get more upset as 

especially if they haven’t witnessed anybody have a seizure, I think they probably get upset, 

I’ve noticed two of my friends have actually got upset thinking I’m dead or I’m going to die, 

because one minute I’m standing the next I’m on the floor and they think I’m dead having a 

heart attack or something and they always get like ‘is she going to be alright, is she going to 

be alright, is she going to die?’. 

Interviewer: How does that make you feel? 

Participant: I think it was scary for me when I was little because I had no friends nobody 

like, if I got close to the they would be like ‘back off, I don’t want to be your friend, I’m 

scared of you’ I think it really did upset me, but as I got older I’m getting used to it, even 

though I’m going to have it for the rest of my life. I’m not as bothered. 

Interviewer: You’ve accepted it more? 

Participant: Yeah. 

Interviewer: Do you feel like you have any control over your seizures? 

Participant: Not really. 

Interviewer: How is your knowledge now with epilepsy? 

Participant: It’s better, I still ask my mum and dad some questions like ‘how does it affect 

me, how, will my children have epilepsy because I’ve got it, will my children have learning 

difficulties because I’ve got it?’ so there is stuff which I’m still scared about. 

Interviewer: So you still don’t feel you fully understand everything about it and you want 

to know more? 
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Participant: Yeah. 

Interviewer: Do you tell people you have epilepsy? 

Participant: Yes 

Interviewer: You do, everyone or you don’t mind? 

Participant: Whether I know them or not, I would rather just tell them in case I have a 

seizure that day or anything. 

Interviewer: Do you think people look at you differently because you have epilepsy? 

Participant: Yes, yeah I get stared at a lot in the street and I’m thinking ‘how do they know 

there’s something different about me?’ but I’m not sure if that’s my epilepsy or it’s my 

learning difficulties. 

Interviewer: But you definitely feel that …? 

Participant: Oh I get stared at every day. 

Interviewer: How do you think people in general see epilepsy? 

Participant: I don’t think a lot of people know about it, I think because I’m an adult now, 

everybody thinks I’m drunk or been drinking, that’s why I’m collapsed on the street, I don’t 

think they realise that just because somebody’s collapsed it doesn’t mean they’re always 

drunk or they’re on drugs or something like that, it can mean they could have an illness 

which people don’t understand because they’re just like walk past me and like, it might 

happen when I’m out so sometimes I have to go to hospital and a lot of people don’t even 

come up to me to check if I’m alright or ask ‘are you ok?’ they just walk past me thinking 

I’m one of those adults whose addicted to alcohol or something. 

Interviewer: Do you think your age is working against you because you’re young, people …? 

Participant: Yeah, I think if I was older or maybe even younger than I am now I think it 

might have been a different story. 

Interviewer: What’s the hardest thing about epilepsy, bout having epilepsy? 

Participant: Probably trying to live on your own, being able to drive, and be like other 

people my age or be like your friends, do the same things your friends can do. 

Interviewer: What advice would you give other people who are newly diagnosed with 

epilepsy? 

Participant: Don’t think the worst, think positive, whether you’ve got friends or not, I’ve 

grown up for over 21 years if you need a chat you’re welcome to give my number out and 

you can always contact me and we could always meet up and I help you grow up with it. 

Interviewer: So you feel support from people who have the condition is the best. 
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Participant: Yeah, yeah. 

Interviewer: Ok, do you have anything to add to help me or knowledge or …? 

Participant: Not really, no. 

Interviewer: Well thank you very much. 

Participant: You’re welcome 

Interviewer: Thank you 

 

End of Interview 
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13.10. UK Participant 10 

 

UK Interview 10  

 

Interviewer: How old are you? 

Participants: I’m 66 

Interviewer: And what is your marital status? 

Participants: I’m married 

Interviewer: How old, how many years? 

Participants: That’s a difficult question, more than 30 

Interviewer: Well I’m glad your wife isn’t sitting next to you now. Do you have any 

children? 

Participants: Yes 

Interviewer: How many? 

Participants: 2 children, a boy and a girl. 

Interviewer: That’s nice, grandchildren as well? 

Participants: I haven’t, not yet, no. 

Interviewer: And what do you do? 

Participants: I work for civil service, I suppose I’m a classed as a civil servant. 

Interviewer: How long have you had epilepsy? 

Participants: More than 50 years. 

Interviewer: So you were quite young? 

Participants: Yes, yes, I was 13 

Interviewer: Ok. 

Participants: 13, yes I say more than 50 years because I celebrated my 50th year, of having 

epilepsy. 

Interviewer: More than 50 years? 

Participants: More than 50 years, yes. If I was 13, that would be what, 53 years. 
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Interviewer: Yep, 53 years. What were the circumstances around your diagnosis, what 

happened around that time? 

Participants: Oh very simply, meningitis. Meningitis leaving slight brain damage and that 

was, that was what it was, yes, so many people I know have a little brain damage so 

nothing else wrong with them. 

Interviewer: Do you other people with epilepsy? 

Participants: Yes 

Interviewer: Family and friends? 

Participants: When you say other people, large number. 

Interviewer: Because of the organisation? 

Participants: Yes. 

Interviewer: How did you start to cope with it, because you were quite young, 13? 

Participants: How did I cope with it is a good question? I think it’s inbuilt that my parents 

like parents do, they try and overprotect, wrap you in cotton wool, which was just natural 

for parents and worry, but I just said ‘look I’m going to do whatever I want to do’ and I 

didn’t realise it then but you got one life and you live it but as a teenager you don’t think of 

things like that, and that’s what I’ve done all through my life. 

Interviewer: So you took control of your life? 

Participants: Yes 

Interviewer: What type of support did you get from your family and friends at the time? 

Participants: When you say support, errm, people were just nice to me but I say nice to me 

but that’s going back all those years, called the dark ages, there was so little known and so 

much has been, so much more has been found out since so, I mean at the time when I was 

13, it was ‘oh here you are take these tablets’ which were phenobarbitone, and I think 

there were only two drugs going, phenobarbitone and that’s it sort of thing, erm there was 

really no other help. 

Interviewer: Did it help you though, the tablets that they gave you? 

1. Participants: Not really, they just sent me to, well I suppose they did in a way but they just 
used to send me to sleep, which of course made coping with school etcetera very difficult.  

2.  
Interviewer: What do you think triggers your seizures? Do you still get seizures? 

Participants: Yes, I’ve tried ever so hard to put down triggers but I know, I know this is to 

help the medical profession as well, temperature, which is you know a high temperature, if 

you’re ill with flu cold or something, you get a high temperature, that does, that’s quite 



357| P a g e  
 

common, that’s quite common with so many people, erm, and I, possibly lack of sleep, if I 

push things too far. 

Interviewer: Do you have any feelings before a seizure? 

Participants: Not really that I can put my finger on, no. 

Interviewer: What about afterwards, how do you feel? 

Participants: Well afterwards there’s a, I don’t know much about it at all, that, that’s quite 

common as well because all I want to do is just rest, I could just literally, just go to bed. 

Interviewer: So you’re feeling quite tired after? 

Participants: Yes 

Interviewer: Sleepy? 

Participants: It’s a question of , I think  it’s what happens with most people, it’s difficult to 

describe because you have a seizure and sort of, there’s a mechanism in the brain it shuts 

things down to stop it, so this sort of shutting down erm, how can I put it, like as if you have 

interference on the television or something, if you turned it off that’s it, to get over it, you 

just need, you just need time, you just do nothing literally, whether its  laying down or 

sitting to get back again. 

Interviewer: What about those around you, has anyone seen you have a seizure? 

Participants: Oh yes quite often. 

Interviewer: What do they do? 

Participants: I mean my children have been brought up with that fact, so they don’t worry 

at all, erm wife of course all my married life, so they’re quite aware of it and know what 

happens. Outside, colleagues at work you see, they know so nobody panics or anything like 

that. 

Interviewer: How does it make you feel knowing that they’re happy and they’re ok with 

you having a seizure? 

Participants: How does it make me feel? Erm, that in itself is difficult because, they don’t 

like me having seizures that’s, of course, it’s like anybody you don’t like to see them not 

100%, erm, I think ‘oh dear’, you know’ I’ve had a seizure’ and that’s it I can’t do anything 

about it so I’ve got to pick myself up, brush myself down and get on with things, because I 

might not be here many years more. 

Interviewer: Well hopefully you will be. 

Participants: If I’m 66, you see what I mean? 

Interviewer: You never, you know technology and science. 



358| P a g e  
 

Participants: Oh well. 

Interviewer: Do you feel that you have any control over your seizures? 

Participants: No. 

Interviewer: What your knowledge, before you were diagnosed, how was your knowledge 

of epilepsy? 

Participants: Zero 

Interviewer: What about after, now, obviously you would be an expert? 

Participants: Well I know a lot more now, a tremendous amount more, I think I’ve been 

learning as, as the doctors have, erm one example being the MRI scan, which when I had 

epilepsy in the first place it didn’t exist and I’ve seen various things come along, of course 

all the new drugs come along. I remember my first MRI scan, and the neurologist I was 

seeing at the time was looking at the pictures with and of course admitted, yes this is the 

first time they’ve seen these sorts of pictures of the brain, and they never been this far and 

they of course need to learn what it means. 

Interviewer: So you learnt with them? 

Participants: Yes 

Interviewer: As they were learning, you were learning too. 

Participants: Yes, it depends on the sort of neurologist doctor you have. 

Interviewer: Did that help you deal with the condition, knowing you knew quite a lot? 

Participants: Yes, I’ve never known you know too far into it, because there’s no reason, 

erm because there’s, there’s, I’ve never let epilepsy take over my life, I’ve taken over the 

epilepsy. 

Interviewer: So you feel in control? 

Participants: Yes, completely, because a little while ago, it was somebody saying something 

to me, I said ‘you know I am my own support, I’m the one, I support myself’ the only time 

things go a bit wrong which I can’t do anything about it is when I have a seizure, and that’s 

it. For that period of time I’m not in control but every other, every other period of time I 

am, and I am responsible for myself, for what I do. 

Interviewer: What do you think the most difficult aspect of having epilepsy is? 

Participants: Difficult, one of the things, difficult, is, is perhaps the things that you can do 

or not supposed to do, now alright its dangerous for most people to drive, so you can’t 

drive but other things like climbing ladders, you’re not supposed to do that, well I do at 

home for painting the ceiling, well you just get on with it, if you restrict yourself too much 

you get neurotic about it. 
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Interviewer: I can imagine, and it takes over. 

Participants: Yes and it has never has done you see, I don’t let it. 

Interviewer: Do you think your life changed with epilepsy? Or do you think it has geared a 

different way because of it? 

Participants: It possibly has but then I was 13 as I’ve said and I’ve just done everything I 

wanted to do. I mean when I, when I first said ‘I’m going away on holiday with a few friends 

and flying out’ dear oh dear or dear, considered, considered what I shall I say, terrible but 

that’s what you do, you just get on a plane and go somewhere. 

Interviewer: That’s a good way of looking at it.  

Participants: Jobs you haven’t asked me about. 

Interviewer: I haven’t asked you about jobs, no. 

Participants: Well sorry; I’m taking over the interview you see. 

Interviewer: No, it’s ok, I don’t mind, please tell me. 

Participants: Well I was going to say that’s never been a problem. 

Interviewer: Having a job, or sticking to the job? 

Participants: Well sticking to it, it’s never been a, it’s never been a problem, the epilepsy 

hasn’t. 

Interviewer: Why do you think it hasn’t been a problem? 

Participants: I’ve, I’ve, well one thing because of the availability of work, now people say 

‘oh dear, this that and the other with epilepsy’ but there just aren’t the jobs, they’re not 

being turned down because of epilepsy for work it’s just because you might get, not 2 or 3 

people that apply for a job, you’re probably getting 200-300 people and so if that person 

gets turned down well it’s no surprise. 

Interviewer: Have you always declared that you are epileptic? 

Participants: Yes, ahh, epileptic no I’m not, I’m not epileptic, I never will be, I have epilepsy, 

I’m a person with epilepsy, because epileptic is a label, and the, in fact anyway epileptic 

refers to the type of seizure as opposed to the person. You will find I’m a person first. 

Interviewer: Ok, well I apologise. 

Participants: No, please don’t. 

Interviewer:  I appreciate you explaining to me. 

Participants: I could say quite simply I’m a person first, the epilepsy comes second, way 

down the line. 
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Interviewer: So you don’t think it defines you at all? 

Participants: No. 

Interviewer: Ok, have you ever had problems at work then? 

Participants: Problems? I’ve been lucky, I’ve been lucky; I can say no I haven’t, but I know 

people who have. 

Interviewer: Have you, do you feel comfortable telling people you have epilepsy? 

Participants: Yes 

Interviewer: And you mind anyone knowing that you have epilepsy? 

Participants: No I don’t 

Interviewer: Do you, have you ever felt that they’ve treated you differently because..? 

Participants: In size yes. 

Interviewer: How? 

Participants: Because I suppose they don’t fully understand but then why should a person 

fully understand another person’s complaint? Because there’s lots and lots of complaints, 

disabilities I don’t understand them all, so why should anybody fully understand about 

epilepsy? 

Interviewer: Do you go out of your way to make people understand or to inform people or 

do you not feel the need? 

Participants: Yes, because I mean I’m chairman of my local branch, Harrow branch in fact, 

and so that I think goes with being, being an obliged member that (inaudible), yes. Erm, 

where did I get to, oh yes I was saying I was a branch member, so the whole purpose is to 

tell people, inform people. We have, for instance, awareness days, and that’s to inform 

people. 

Interviewer: Just general public or people who know people with epilepsy? 

Participants: General public because it, it, what it is mainly, we have displays in the local 

library or libraries because several people do this, so anybody coming along see these, I 

said days, they are days, over a two week period, and can see things, if they want any of 

our leaflets, they do, if they want to talk to somebody and in turn come to one of our 

meetings, ask questions. 

Interviewer: Do you think that helps with the way people see epilepsy? 

Participants: Oh it definitely helps them because its, people come along have either got 

epilepsy or they are related to shall we say, somebody with epilepsy and it’s probably the 
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first time in their life they’ve probably met somebody else knowingly, knowingly has got 

epilepsy so they can, gracious me. 

Interviewer: Is it almost a relief for them? 

Participants: Yes it is, its although they walk past somebody in the street without knowing 

it, because it’s like if you have a heart condition, or so many conditions, you just can’t see, 

so they come along and they meet people and they can talk to people and think ‘oh thank 

goodness, yes’. It’s a tremendous relief. 

Interviewer: What is your advice to people who are newly diagnosed? 

Participants: Advice? Now that is a very, very good question because, it depends how 

severe their epilepsy is. But the main thing is, I’ve always said live life to the full, because 

you’ve only got one life and it’s such a pity if you don’t, because that life then is gone and 

you’ve got, no matter who has got somebody, something to contribute, to the way we all 

live. Living life to the full as well, as far as I’m concerned being, being a male, I’ve always 

liked girlfriends, many girlfriends I’ve had, so that’s probably the most difficult things, with 

a person with epilepsy going out with a girlfriend, doing the things that are perfectly 

normal but then explain to a girlfriend about epilepsy and usually they’ve been, been 

young girls as well at the time, they accepted it tremendously well. 

Interviewer: So you haven’t had issues with people accepting epilepsy? 

Participants: I haven’t, some people have. 

Interviewer: What about other people, how would advise them how to cope, maybe to 

accept their condition, what would you, what do you think helps with that? 

Participants: What helps? They’ve just to as it were grasp it themselves, they’ve just got to 

grasp it themselves, not feel sorry for themselves, even if they, I mean there’s so many 

seizures, you don’t always fall to the ground and hurt yourself, you could have other types 

of seizure but if somebody does have a seizure that you fall to the ground, all right that, 

that’s a bit bad because you might wear glasses, you might break glasses or you might 

damage your clothes or something like that but don’t feel sorry for yourself, because 

there’s always somebody else worse off, erm, when if you watched the Olympic games, the 

Paralympics, all the people that have got sort of amputated limbs, I mean that’s far worse, 

that is. 

Interviewer: Any last words for us? 

Participants: My last words are simply just keep taking the tablets, that’s what I say to 

people, that’s it. 

Interviewer: Thank you very much for your time and wisdom, much, much appreciated. 

 

End of interview 
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The participant wanted to add more to his interview so I started the recording again. 

Participants: Yes, the, the only thing or perhaps things that sum up epilepsy, people say 

‘ooh, by the way what is it, epilepsy’s what?’ and I say ‘as far as I’m concerned it’s just a 

nuisance, that’s it’ it’s a nuisance like so many things and I try to shrug my shoulders and 

get on with life, and if they want to know anymore, I say ‘oh well do you want to see how 

many stitches I’ve had?’ several years ago I hold quite a record, err, and those sorts of 

things. ’16 stitches down the back of my head, yeah, it’s a record in my area’ erm that’s not 

being involved in a car accident, just hitting, hitting the ground, and ‘oh, I didn’t want to 

know about that sort of thing’ I say ‘well, what do you want to know about?’ because 

epilepsy really is such a boring subject. so that sort of, I can, I can, add things as I think 

about them, as I go along, but perhaps that the way I approach, got to change slightly how 

you approach life. 

Interviewer: Do you think if you explain to people, medically, what it is, they would be 

more willing to listen to what it is rather than the nitty gritty about the effects it has? 

Participants: Medically I just say to them ‘yes it is just that’ erm like I mentioned before 

when we used to get on old televisions, the interference, well that’s like the brain, well 

there’s interference, there’s electricity up there and it just goes a little bit wrong, it’s ok 

again in a short time, it’s funny, sometimes it’s too simple for people, they want to know … 

Interviewer: A bit more? 

Participants: Yes, a bit more, then as we saw, there was a doctor this morning, a professor, 

was talking for an hour and a half, people don’t want to listen for an hour and a half. 

Interviewer: No you’re right, you’re probably right, they’re not interested to listen for that 

long. I guess the detail is to make them understand, to satisfy their thirst. 

Participants: I think people say, well I know what people have said to me as well, ‘‘oh, if 

you have a seizure’’ they usually call it fits but they’re seizures ‘‘if you do, what should I 

do?’’ they want to know what they should do, and so I can tell them according to the type 

of seizure again, because these days there are about 40 different ones, that’s only slight 

differences, you’ve really got seizures when you lose consciousness, fall over or you don’t 

completely lose consciousness, you’re standing up or you’re not fully aware of what’s 

happening around you, you’re just standing up, you could, I don’t know, you could do 

things you’re not aware of, but you don’t fall over, err but then again that’s sort of in the 

books shall we say?  

Interviewer: Well thank you very much, again. 

Participants: A pleasure talking to you 

Interviewer: A pleasure talking to you, and very informative too. 
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End of interview  
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13.11. Kurdistan Participant 1 

 

Kurdistan Interview 1 F 24 

 

Interviewer: How old are you? 

Participant: Now 23 to.., 20th December, 24 years. 

Interviewer: 24? 

Participant: 24, 88’. 

Interviewer: Are you married? 

Participant: Yes. 

Interviewer: A long time? 

Participant: A year. 

Interviewer: You don’t have children? 

Participant: No. 

Interviewer: Occupation, work? 

Participant: I haven’t been placed yet, but I work on projects. 

Interviewer: What sort? 

Participant: I go to the factory, if you know, gravel and sand, I work and waiting for my 

name to come up. 

Interviewer: Is your work for short periods? 

Participant: Yes. 

Interviewer: Temporary? How long since you’ve had epilepsy? 

Participant: Err, I was in year in year 6 (equivalent to second year of ‘A’ level) when I got it. 

Interviewer: How long has it been? 

Participant: What is year 6? I graduated 4 years ago, and 4 years for university, 8 years. 

Interviewer: Do you know other people with epilepsy? 

Participant: The same as mine? 

Interviewer: Any time of epilepsy, the other types too. 
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Participant: Yes 

Interviewer: Explain to me how it was when you first found out you had epilepsy. 

Participant: Err, what feelings? 

Interviewer: How was it for you, for example, when you found out? 

Participant: At the beginning, to be honest I didn’t even know the name, I didn’t know it 

was like that. Like it affects your health so much, err, my mum, my mum wouldn’t even tell 

me of course, she would talk to my aunt. Err, but it was normal for me. 

Interviewer: How did she tell you? 

Participant: Well, they wouldn’t tell me, until they took me to the doctors then I found out 

it was epilepsy. 

Interviewer: You mean you didn’t know until then? 

Participant: No, she wouldn’t tell me, she didn’t want to tell me. Of course I would see my 

mum crying, I didn’t like it I would say ‘God, is this illness I have so bad that’s it’s done?’ 

Interviewer: Did she cry at the doctors or at home? 

Participant: I saw her crying with my aunt. 

Interviewer: When she was talking about you? 

Participant: Yes, she was talking about me, I didn’t like it, and I would say ‘ok, why is she 

crying? What is the difficulty in my illness?’ 

Interviewer: How did you feel when you first found out you had epilepsy? 

Participant: When I found out it was epilepsy? 

Interviewer: Yes 

Participant: Well I feel it was from God, no bad feelings came about. 

Interviewer: Even from the beginning it was normal for you? 

Participant: It was normal, it was very normal, I know there’s pain, my muscles tense up, its 

ok. But you know in my culture, like I told you, how we are. You mean me? 

Interviewer: Hmm 

Participant: It’s fine for me. 

Interviewer: It was normal for you even from the beginning? 

Participant: Even from the beginning it’s normal for me. 
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Interviewer: Tell me how it is in your culture, how is it seen in your culture? 

Participant: Just that I don’t like being like that in front of other people, I have that. 

Interviewer: That’s all? 

Participant: That’s all, like I told you, I don’t like sympathetic eyes. 

Interviewer: Just so people don’t feel sorry for you? 

Participant: Yes 

Interviewer: It’s not because of something else? 

Participant: Nothing else, no, no, no 

Interviewer: What was your knowledge on epilepsy before your own? 

Participant: No knowledge, I knew, like Henna said we have it in our family, my cousins, err 

I know of course it’s genetic, I don’t know if it’s genetic or not.. I asked my aunt, you know I 

said she’s a doctor, she said this is a … 

Interviewer: If you can explain it again because I hadn’t recorded then 

Participant: Ahh, how? 

Interviewer: How you spoke to your cousin, how she explained to you? 

Participant: I spoke to her, she said you have the substance in your brain, err, this 

substance when it’s released more it causes your muscles to tense, like someone has to be 

next to you. Now sleeping on my own is bad for me, you understand? Even though it’s very 

normal for me, but err when someone is close to you so when you tense up they can help 

you hold your eyes, because it affects you. 

Interviewer: Why hold your eyes? 

Participant: To close your eyes, of course eyes turn up. 

Interviewer: Yes? 

Participant: They told me because I don’t see it, err and then my muscles tense up. 

Interviewer: What is the benefit for closing your eyes? 

Participant: The benefit, well I don’t know the medical stuff just that my cousin told me, 

she said it’s best if alone … because once I fell from the bed. 

Interviewer: Yes 

Participant: When I fell, it wasn’t a nice thing, my mum was saying I can’t even sleep on a 

bed, and I said ‘mum, don’t take it so serious’, err, what was so whatsit, you know someone 
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has to be next to you so when you force yourself and your muscles tense up when you’re 

not aware, that person helps you, you don’t whatsit, so you don’t hurt yourself, there’s no 

other harm. 

Interviewer: Do you feel that with the closing of the eyes you wake up sooner, or...? 

Participant: Well, me, that Doctor, if you know, when he said, when epilepsy comes there’s 

no turning back, it’s not like that a person can be wake you up. Before, my mum, before 

going to see the Doctor, before would wake me up often, I said ‘mum, don’t do that 

because when epilepsy comes you can’t control it’.  When during the epilepsy they close 

your eyes I don’t know why, but this is the doctor’s. 

Interviewer: Did the doctor tell say your eyes should be closed? 

Participant: Yes, put your hand over her eyes so they don’t whatsit, maybe there’s 

something in it, err the other thing, to hold the hands and legs so they don’t fidget too 

much, so the person doesn’t hurt themselves. 

Interviewer: How comfortable are you that you have good knowledge on epilepsy? 

Participant: Well, I’m comfortable, very, but err … 

Interviewer: Do you feel you have complete information that you understand? 

Participant: Once, even though you’re talking, I read the whatsit information, it was English 

on the epitam, how much it affects the whatsit. One of those things was memory, of course 

it’s like I forget a lot of things but err, sometimes they tell me something and I don’t 

remember it, you understand? It’s caused me that, the tablet. 

Interviewer: Do you think that the forgetting is the cause of the tablets or the illness that 

you forget things? 

Participant: It’s caused by the tablets. 

Interviewer: How long did you take the tablet for? 

Participant: I’m still taking it, I’m still continuing. 

Interviewer: How many years have you been taking it? 

Participant: Err, well, it’s not years, it’s not been that long. 

Interviewer: So before you didn’t have memory problems, where you’re forgetting things? 

Participant: The whatsit, dipakin, my cousin told me it’s bad for pregnancy. Its affects, I 

read it, with my husband the whatsit, we got a general medical book so we know, err, one 

of the things, it causes the baby to be disabled. So, I took precautions, err, this tablet, until I 

go to see a better doctor. They sent me to see this doctor, this doctor, gave me this epitam, 

he said in 100, dipakin, then he told me, even if you get pregnant you still have to take it, 
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the tablet. You can’t be without tablets, so I don’t know, is it still the same where you are? 

In Europe? 

Interviewer: I haven’t got information on medication and pregnancy, the doctor … 

Participant: You still have to take it, continue with it, that person can’t be left without 

medication, even if it’s not controlled you have to take the dipakin. 

Interviewer: You mean, even if it affects the baby? Did the doctor tell you if you’re on 

medication it will affect the baby? 

Participant: It affects the baby, he said its 10% it affects the baby, before err, the epitam, 

he said 3%, before loxol was the tablet. 

Interviewer: What? 

Participant: Loxol. It was a tablet prescribed for me, err the whatsit, I read the information, 

my husband and I, it affects 1% of babies, in 1000 people it causes allergy in one person, I 

got affected, oh yeah. 

Interviewer: Just your luck 

Participant: In that 100, it was very good, the doctor said that even if you were well on the 

loxol, it would’ve been very good, because it doesn’t affect the patient or the baby that 

much, if you get pregnant, oh yeah. 

Interviewer: And you can’t have that anymore? 

Participant: No, no because it caused me such a bad allergy, my doctor, he said you have to 

go and have an injection quickly, err injection, my husband did it for me, and it was very 

strong too. 

Interviewer: Injection against the allergy? 

Participant: Against the allergy, it was that bad. 

Interviewer: How did those around you help with when you were first told you had 

epilepsy? 

Participant: A lot, in every way, psychologically, to make me comfortable 

Interviewer: What did they do, for example, was it friends, relatives, who...? 

Participant: No, mostly my mum and brother 

Interviewer: Your mum and brother? 

Participant: Yes 

Interviewer: What did they do? 
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Participant: After that my husband 

Interviewer: How did they help you, how did they have your back? 

Participant: Like I told you, psychologically, like there are some heavy duty jobs, some you 

know, like a whatsit child they spoil them, I had that at home before I got married, of 

course my husband is like that too for sure, err in thingy, do you mean during a seizure or 

at the beginning? 

Interviewer: That time when they told you you had epilepsy. 

Participant: There was my cousin, of course I sat with her a lot, sometimes I would sit with 

her for a day, poor thing it was her job as well,  she sat down and said that it was a very 

normal thing, I don’t know if it was to help me psychologically, whether she was being kind 

to me, she said it was very normal, she said that you may not even need your tablets within  

2 years, even if you leave it its ok, it something very, you know she helped me 

psychologically, err just like that my family also said so ‘what is epilepsy? It’s normal’, 

because I don’t see it they see me, they said it was normal. 

Interviewer: So you were comfortable when they took it normally? 

Participant: For sure, for me as I told you, it’s very normal for me, the illness is no problem, 

I have no problems with the illness. 

Interviewer: I wish you good health. How is your health now, do you get it often or no? 

Participant: No, at the moment, this previous month no. 

Interviewer: How long since you got it? 

Participant: Err, what I told to you the dipakin, of course the dipakin is like the revoltin you 

get addicted to it, so if you know when it gets into your blood it takes a long time for it to 

come out. For that time it wasn’t in my blood anymore, it came back, when it finished then 

I started having epilepsy again, I said, I got it a few times after one another. 

Interviewer: When was this, how many months ago? 

Participant: Err, well our girl wasn’t dead then, it before, before that, so, I was lying down 

on a bed, my mum was with me, 2-3 times one after the other, as I said they increased my 

tablet dose, he said you can’t take more than that, so later I reduced my medication myself. 

So when I still got it, it was out of desperation I was prescribed revoltin, because revoltin is 

not prescribed until the last resort for the patient. 

Interviewer: Because it’s very strong or because of the effects? 

Participant: It’s very strong, 2m, one tablet, it’s a very small tablet, it affects you, it gets 

you better, you understand?  After the dipakin wasn’t in my blood anymore, then from 

then I haven’t got seizures. 
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Interviewer: Good. What are you feeling before you have a seizure? Do you feel anything 

before? 

Participant: How? 

Interviewer: For example when you sleep that’s when you seizure, right? 

Participant: Yes 

Interviewer: That night before you have a seizure do you have any feelings, headaches? 

Participant: Before? No 

Interviewer: You have no feelings 

Participant: But, err with every single one I get a bit down, of course when I get it, 

sometimes I even hear my own voice moaning, you moan with it. 

Interviewer: Yes 

Participant: Err, like you say, it’s like you’re coming out of a deep well, it’s like that, bad 

dreams and depressing 

Interviewer: Before? 

Participant: Even after, after and before. Err, before I get like that I get, erm, a headache, I 

get a bit down and then like you say having a bad dream, then, it’s like for me I don’t know 

how others around me see it. 

Interviewer: Have they told you how they see you before? 

Participant: Well, err, my mum and them have not told me, so I don’t know how. 

Interviewer: So you don’t worry? 

Participant: Ah, of course I told my mum, I was trying to make her feel better, I would tell 

my mum ‘its ok, don’t worry about it’, that time I really pushed my husband, he told me 

how it was. He said at that time you, my tongue had an ulcer at that time, it wasn’t an 

ulcer, one, I went to the doctor, err, I was going to the dentist anyway, I thought maybe I 

can do the top tooth whatsit, like shave it down a bit because in that time you pressure 

yourself, but now my husband takes lots of tissue and put it in my mouth so I don’t bite, of 

course he was very good to me. It was lately that he discovered how to do it, err, then you 

have to hold on, I don’t know how, he says you froth at the mouth, but, he says someone, 

the worse ones are when they wet themselves, but thank God I don’t have that, but they 

tell me I only froth at the mouth, I don’t know.  And that your eyes turn up before. 

Interviewer: Explain to me how, for example, if something bad happens, hear some bad 

news to affect you so that you have a seizure that night? 
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Participant: But it couldn’t be controlled at that time, when I was taking the dipakin my 

epilepsy were not controlled, err, and as I said there were the harmful effects, err, before 

that the whatsit, as I say the bad news was that the seizures were not controlled, err, like I 

say my worry was, I was worrying about my studying, I couldn’t study when I was at 

University in level 2 then I got it twice, one after the other, like that, then now that it’s 

controlled I don’t know when it’s happening, before I don’t know. 

Interviewer: So because your seizures are controlled by the tablet, everyday things don’t 

affect you? 

Participant: No, now when my niece passed away I was really stressed and it didn’t affect 

me. 

Interviewer: How are you after a seizure? 

Participant: Well, if I say well I’m not well, one of the things my body is stiff, my muscles 

properly. 

Interviewer: For how long? 

Participant: My muscles properly, even my throat muscles,  properly, maybe like that, like 

I’m telling you, you might suffocate, someone has to be with you, it just has that. 

Interviewer: Your body gets stiff, for how long? 

Participant: My body muscle, my stomach, in that time I feel nauseous because my 

muscles, my stomach, all my body muscle 

Interviewer: After a seizure? 

Participant: After seizures things like that happen. 

Interviewer: For how many days or hours? 

Participant: For the first day I’m very whatsit, one of the things is psychologically I like a 

gathering, I feel down 

Interviewer: You want to be around people? 

Participant: A lot of people to be around me, feeling down and that stuff come with it. 

Interviewer: What do those people around you do when you have a seizure? 

Participant: What do they do? 

Interviewer: Those around you, what do they do? 

Participant: Well my husband is very calm, it’s normal for him, because he’s read a lot on it, 

it’s normal for him, it’s not a problem for him, but the worst is, it affects my mum a lot, it 
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gets her very upset, like when I see her upset crying, I don’t like it, even I don’t like it when 

she’s beside me. Of course they’re all upset by it but my mum first. 

Interviewer: How do those around you see you? Apart from your mum and your husband, 

has anyone else seen you? 

Participant: Yes 

Interviewer: How do you think they feel when they see you like that? 

Participant: I don’t know, but err, they try and make me feel better, not make it worse for 

me. 

Interviewer: But how do you see it? How do those who see you feel? Do they feel sorry for 

you, does it upset them? 

Participant: I see them,  it’s that of course, they feel sympathy, they have that, I’m not 

saying sympathy is bad, but it’s not like an able person, I don’t like that. 

Interviewer: You don’t want any sympathy at that time? 

Participant: No, for example, you know the sympathy, some people want to call it shame, 

like, like shame, for example, empathy, empathy is different than that person saying ‘oh 

God, have you not seen it?’ you may not have mixed too much ‘oh poor thing see how 

unfortunate she is?’ some things, just in case it’s looked at, they have that in them, they 

don’t visit me, there’s nothing like that. 

Interviewer: Do you feel you have any control over the seizures? 

Participant: You mean how? 

Interviewer: Can you control it, for example not to seizure one night? 

Participant: Well, if you take medication it doesn’t affect you. 

Interviewer: Do you feel that with your own strength, psychologically you can make 

yourself not seizure? 

Participant: No 

Interviewer: How did you begin to accept that you have epilepsy? 

Participant: How? 

Interviewer: For example, accept the illness, accept the illness is part of you. 

Participant: It’s very normal 

Interviewer: How did you begin that, was it understanding the information on the illness or 

the understanding of your friends and family? 
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Participant: For sure it’s understanding from those closest to you, secondly I’m very 

comfortable with it, it’s fine for me. 

Interviewer: Do you feel you can tell people that you have epilepsy? 

Participant: No, I don’t like that. 

Interviewer: Why? 

Participant: As I said, if someone isn’t empathetic then I don’t like it. 

Interviewer: How has your life changed because of epilepsy? 

Participant: It’s changed, of course it’s affected me, but not like that, I say 

Interviewer: How has it affected you? What are the effects? 

Participant: Just those things, like, my sister in law says don’t stress you’re unwell, like that 

you know? Otherwise like affects, no, just if I get ill and have to be bed bound otherwise it 

doesn’t have any affects. 

Interviewer: So it hasn’t held you back, for example, to do something in your life or decide 

something, work? 

Participant: No, no. 

Interviewer: When it was clear you had epilepsy, did this affect how you see life? 

Participant: You don’t mean suicide or …? 

Interviewer: No, your views, for example, move yourself away from something, or not 

wanting to mix with others too much …? 

Participant: Yes, staying over,  I’m like that, say now, before my sister in law, I don’t like it 

still, me for myself even before I like visiting other people but to stay over at other places I 

don’t like it. 

Interviewer: So you don’t stay over because..? 

Participant: Well, you know, not because of that, it’s one of the main things but I don’t like 

it myself either to stay over at night. 

Interviewer: But that has affected it? 

Participant: Even if I stay over it’s for of my husband. 

Interviewer: Has there been any other difference to your attitude? On your attitude to life? 

Participant: You mean how? 
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Interviewer: For example, you had epilepsy and you got married and you are happy, was 

there any time you thought you shouldn’t do this because you have epilepsy, or to work? 

Participant: You mean not get married because of that? 

Interviewer: I mean has it affected your decisions for your life? 

Participant: No, no. 

Interviewer: Do you feel that epilepsy has changed your life? 

Participant: Yes, one of those is I got closer to God. 

Interviewer: How would people see you if they knew you had epilepsy? How would they 

treat you? 

Participant: I told you before how it was, for sure, now there is bread making if you know, 

me, even before I didn’t do it before I knew I had epilepsy, my mum hasn’t made me do it, 

but since my in-laws have found out I don’t do those chores. 

Interviewer: In your culture, which is also mine, how is epilepsy seen? For example, if it’s 

spoken about outside or with the relatives, if they don’t know you have it? 

Participant: I told you, with a shameful eye or sympathy. They find a fault in that person. 

Interviewer: What sort of fault, do they look at you with less, see it as a disability? 

Participant: Disability. 

Interviewer: Disability? Mentally or their views or understanding? 

Participant: For me. Of course, err not for me, until now no one, my in-laws don’t know, I 

don’t know if someone else knows but hasn’t said anything, err my in-laws I don’t mean 

their family, their other family, we were in a funeral they were talking about a girl, they 

said that girl isn’t mentally well, I heard from someone. 

Interviewer: You mean they were talking about you? 

Participant: No. no, not me. 

Interviewer: Someone else? 

Participant: Someone else, they were saying she’s not mentally well don’t talk to her too 

much, I thought it was strange, she was a normal girl, very whatsit, ‘I think she’s not 

mentally well’. One day the husband of the person saying that, whatsit, said ‘poor thing 

they have got whatsit,’ like their traditional ways they cover their head with a black cloth, 

‘poor thing is like that’ when he said the things I had all of them, and I said ‘is this what is 

made mentally?’(Laughs). 

Interviewer: You mean that’s how they saw it? 
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Participant: Yes 

Interviewer: Not get close to someone because they have epilepsy? 

Participant: Yes, of course when I saw this I became, I thought ‘poor thing what’s 

happened, poor girl is normal, good chitchat, to be said this about her?’ 

Interviewer: Just because she has epilepsy? 

Participant: Just because of that 

Interviewer: What’s the most difficult thing for you because you have epilepsy? The most 

difficult effect on your life? 

Participant: You mean how? 

Interviewer: I mean for example, your life decisions, way of life, making a family? 

Participant: It hasn’t caused any difficulties 

Interviewer: Nothing? 

Participant: Nothing, no 

Interviewer: For those who are being told they have epilepsy, how would you advise them? 

How would you make them understand that …? 

Participant: Well, if I sat down myself I would do, I would tell them that because someone 

has an illness you don’t need to be upset, that person might not even be upset, not 

everyone is like that, be upset, if someone understands they won’t be upset. 

Interviewer: You mean understanding the illness? 

Participant:  Its understanding. 

Interviewer: The illness or life in general? 

Participant: In general, this is the way (life), in your was you come across everything. 

Interviewer: Yes you’re right. Is there anything you want to talk about that I haven’t asked 

you, you feel is important for me to know about epilepsy? 

Participant: How? 

Interviewer: Like there may be something important for someone who has epilepsy? 

Participant: Well for me, they should be truthful with the patient rather than hide the 

illness. 

Interviewer: With the patient? 

Participant: Yes 
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Interviewer: What are you hopes, for your future? 

Participant: Well I have many hopes, I’m not without hope. 

Interviewer: Thank you very much, I hope you every success for your future 

Participant: Thank you. 

 

End of Interview 
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13.12. Kurdistan Participant 2 

 

Kurdistan Interview 2 M 

 

Interviewer: How old are you? 

Participant: Now ’82, around 30 years 

Interviewer: Do you have a wife? 

Participant: Wife, no. 

Interviewer: You haven’t got any children? 

Participant: No 

Interviewer: What do you do? 

Participant: Teacher 

Interviewer: Teacher, what sort of teacher? 

Participant: High school teacher, Kurdish language. 

Interviewer: How many years have you been a teacher? 

Participant: Around 4 years 

Interviewer: How many years have you had epilepsy? 

Participant: Well as long as I can remember I’ve had epilepsy 

Interviewer: You don’t know how old you were? 

Participant: I think I got it around the age of 11 

Interviewer: 11 years, you don’t know how you got it? 

Participant: Well I don’t remember properly, but I think I got it through fear or when I was 

younger I may have fallen, I feel that my head may have got hurt and I got this. 

Interviewer: Do you know other people with epilepsy? 

Participant: With family yes, but outside no, outside, outside I’ve seen it but to know them 

no I’ve not known them, outside I’ve seen other people fall like me like that. 

Interviewer: Do you remember when they told you you had epilepsy? When they took you 

to the doctors and said you have epilepsy? 
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Participant: Well they would tell me but I didn’t know that it was like that or if it was just 

stress that caused me to be like that 

Interviewer: I know you were young then but how did you feel when they told you this was 

the condition? 

Participant: Well, because I was young I didn’t really pay attention to it, I didn’t know it was 

for my future, I thought I would get better, I thought epilepsy was that you get it for a 

month or two months or a year or two years then you get better, but I didn’t know this was 

going to be with you forever, when you get older the stress is more than when you’re 

younger. 

Interviewer: How is the stress for you now? 

Participant: Well, now the stress is a lot more, when younger you don’t worry about things 

much but when you grow up you see these things, or you hear it from people ‘you got like 

that’ it just bothers me. 

Interviewer: So you don’t remember when you get like that? 

Participant: I don’t get like that until people tell me. 

Interviewer: So you don’t know what’s happened? 

Participant: I feel a dizziness come over my brain, I say I’m not going to fall, nothing’s going 

to happen, the next thing I wake up in other people’s hand. 

Interviewer: Outside or at home? 

Participant: Everywhere, it doesn’t matter, when it comes it comes wherever I am, if I’m on 

water, even if I fall I won’t feel it until I die. 

Interviewer: Now, you probably didn’t have knowledge because you were young when 

they told you had epilepsy, but how is your knowledge now? 

Participant: Well, my knowledge is this, there’s a vein in my head, it’s come out in tests, 

they say a vein in my head is not getting a lot of blood, they say this is causing, when 

there’s not enough blood getting to my brain, like the vein is blocked, when it doesn’t go 

you’re going to fall, when you get like that. 

Interviewer: Is there a cure? 

Participant: Well, the cure is medication and I can’t stress too much. 

Interviewer: Do you feel that you have any control so that you don’t have a seizure? 

Participant: Well, sometimes yes but sometimes it’s stronger over me. 

Interviewer: How can you control it? 
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Participant: Well I watch something, or read something or speak to someone or feel that 

when two people are talking to you, I will listen to one and pay attention to the other, so 

when I feel I’m starting to get like that I make myself busy with something else. 

Interviewer: So you get yourself away from it? 

Participant: Sometimes yes, but sometimes I can’t, it hits me straight away. 

Interviewer: Family and friends, how have they helped you so you can live with this and 

accept it? 

Participant: Well they’ve helped me as much as they could’ve but if it’s not in their power, 

what can they do? 

Interviewer: How do they help? 

Participant: They’ve tried so that I don’t stress, whatever I’ve liked, if they could have done 

it they’ve done it, they’ve helped me a lot, like that. 

Interviewer: What do you do, do you take medication? 

Participant: I take medication, I take medication and sometimes I have to watch myself. 

Interviewer: When did you last have a seizure? 

Participant: Well today. 

Interviewer: Today? 

Participant: Yes 

Interviewer: How often do you have seizures? 

Participant: Well, sometimes once a month, or once every two months, or 6-7 times in a 

month, depending on stress and thinking. 

Interviewer: What happened today when you had a seizure? 

Participant: Well… 

Interviewer: Anything in particular happen? 

Participant: Like I say, when I stress and think, it’s like that, it hits me. 

Interviewer: Nothing in particular happen when you got like that today? 

Participant: Well at work I had a bit of a stress it affected me today. 

Interviewer: You said before you have a seizure, your brain is a bit mixed up … 

Participant: Yes it mixes up and things are very strange when, I don’t know what to say, I 

can’t explain it like a thinking process but I understand it, when I sometimes get like that I 
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feel I’m going to fall, and then when I wake up, I realise it when people are waking me up 

and putting water over my mouth. 

Interviewer: How long does it last? 

Participant: Well, people say 3 minutes, 4 minutes. 

Interviewer: Just that much? 

Participant: Yes, but I don’t know. 

Interviewer: Have you hurt yourself at that time, do you always fall to the floor? 

Participant: Yes, I get hurt, yes. 

Interviewer: How do you feel after? 

Participant: Afterwards I go in shock, every time after it’s happened to me, my head is 

about to explode, now my head is about to explode, I like a lot of sweet stuff and soft 

foods, after I get like that. 

Interviewer: What about those around you when you wake, how do you feel? 

Participant: If I know them, it’s fine but if I don’t know them I get a bit embarrassed and 

bothers me. 

Interviewer: Why does it bother you? 

Participant: It’s just I feel like if they see me out or somewhere, they say ‘it was that boy 

who had epilepsy’ or ‘the one that got ill or the one that fell on his mouth’.  

Interviewer: Why does it bother you? 

Participant: It’s just nice, it’s nice for people to have a healthy body and with people 

appears to have a healthy body not fall among people and have seizures, and soon people 

will say, and if they see you anywhere they look at you differently because that’s how it is 

in our country. 

Interviewer: How? 

Participant: Well now it’s bad for my future, if you go and ask for someone’s hand (in 

marriage) or want to do something, it might be that because of this illness make others 

change their mind and say ‘don’t go, this boy has this illness and it might cause a very bad 

life for the wife’, it might become a reason. 

Interviewer: If you come to that you want to get married, do you feel you can tell the girl 

or her family that you have epilepsy before you get married? 

Participant: It seems very unlikely that the man is ill and the girl to accept him. 
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Interviewer: Why do you feel like that, for example, if your arm had something wrong with 

it, would it be ok? 

Participant: It would be fine, yes. 

Interviewer: Why do you feel this is affecting things more? 

Participant: Because the girl is scared because she’s thinking ‘if we go shopping and walk 

around and if we go somewhere and he falls, I’m a vulnerable woman how can I overpower 

this man?’ 

Interviewer: How is epilepsy viewed in your culture? 

Participant: Well what can I say?  

Interviewer: For example if a few people talk about outside, how would they talk about it? 

Participant: Well they would talk about it like something not nice. But the person who gets 

like that isn’t in his control, those who talk about it know that the person who gets like that 

can’t help it, it’s an illness that’s spread among people. 

Interviewer: Is the illness looked at like a mental disability or physical? 

Participant: Well so far it hasn’t been made clear to me how it, it seems people might think 

‘what has happened to this person, maybe there’s something wrong with them that’s why 

they get like that’ so it’s looked at from the brain.  

Interviewer: How has your life changed because you have epilepsy? 

Participant: Well it’s not nice, sometimes, I mean sometimes after I get like that anyone 

who talks to me I want to hurt them badly, but I am controlling myself. 

Interviewer: In other ways how has it affected you, has it affected your friendship life, 

work, family? 

Participant: Well, it hasn’t affected me that much but once I was at school when I got like 

that in the classroom, I saw the pupils were crying and running away, because for pupils 

things like that is very hard, you are explaining things and then suddenly to fall, pupils get 

scared, they think you’re dying there. They ran and said the teacher is dead go and save 

him, when they came they saw that I was on the floor, and since that day the teachers look 

me in a funny way. 

Interviewer: How? 

Participant: With fear. 

Interviewer: Do you think they look at you as less since they saw that? 

Participant: Well, what can I say but how do you say, I asked a girl (for her hand in 

marriage) and she told me straight away, she said ‘I can’t you have that illness’ 
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Interviewer: You asked her for … 

Participant: For marriage, yes, and she said ‘you have that illness I don’t think I can get on 

with you’ 

Interviewer: Was that her only reason? 

Participant: That was her only reason. 

Interviewer: The first time, although you were young when they first told you, but since 

you have come to realise what the condition is, how did you begin to accept it, how did you 

manage it? 

Participant: Well this is one of the things, how do you say, it’s no choice, when it comes 

over you, you have to accept it, because if there’s a cure its best if you do it but if there’s 

no cure you have no choice but to accept it. 

Interviewer: How did you accept it? 

Participant: What can I say, I have to control myself more, those things in my head, or 

sometimes very angrily, afterwards when I get like that, I do my very best to calm myself 

down, I am in control a bit. 

Interviewer: How do you calm yourself? 

Participant: Whoever it is I say, I talk to myself in my head, I say so I did that, so I did that, I 

upset so and so, why did I hurt them, why should I hurt them, after 5 minutes I get better. 

Interviewer: This is after your seizures, you feel more aggressive? 

Participant: Yes, yes. 

Interviewer: You control yourself at that time? 

Participant: Yes, yes. 

Interviewer: Do you feel that you view life differently because you have epilepsy? 

Participant: Well I feel that I am different to other people. 

Interviewer: How? 

Participant: I say look if you see other people how nice their life is and they don’t have 

seizures, they’re not ill, they don’t have health problems, but when I see myself a fall on my 

face, I’m not aware of myself, I say even if I knew when it was it would be better but to be 

like that suddenly, whether you’re near fire, wherever you are you have fallen so by the 

time you get up your body is covered by bruises. 

Interviewer: Do you think less of yourself because you have epilepsy? 
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Participant: Yes, yes I feel it, but sometimes I try and make myself feel better, I see 

someone disabled, blind or in a wheelchair, I make myself feel better, I talk to myself and 

say ‘look how he is, at least you walk with your own feet and your eyes are fine’ I make 

myself feel better with that. 

Interviewer: How do you approach your life? How do you look at your life? 

Participant: I like it, I like my life, I’m very comfortable. 

Interviewer: Do you feel because you have epilepsy this has hindered you? In your progress 

in your life? 

Participant: Well those things that hinder me, I have managed it myself not to hinder, I 

have to manage it myself. 

Interviewer: Do you feel it has hindered you until now or have you progresses fine but the 

stress has been heavy? 

Participant: Well that’s how it is, something’s come in your way that hinders you, like I say 

marriage and things like that, sometimes you go for marriage. A while ago I don’t know 

who it was they had said, my brother had got married, they had said that family, they had 

asked about the family, they had said well they have a son but he has regular seizures in 

the Mosque, and they thought it was me marrying the girl. 

Interviewer: But it was your brother? 

Participant: Yes, so it was my brother, that family whose daughter he was marrying had 

come to the neighbourhood to ask, you know when a girl and boy gets married they ask 

questions, they had asked how are the family, they had said they’re a very good family but 

if it’s that boy I’ve seen him have seizures a few times, they were a bit you know, and when 

they has asked more, they were told that it wasn’t me but another one that’s older. 

Interviewer: So … 

Participant: If it was me, it seems like it’s not very nice or not give him the girl. 

Interviewer: Do you feel that you can tell people you have epilepsy? 

Participant: Up until now I haven’t told anybody. 

Interviewer: No one, friends, work colleagues? 

Participant: I haven’t told anyone unless I have fallen in front of them. 

Interviewer: Have you discussed it afterwards or talked about it or..? 

Participant: And they say ‘‘what happened to you, we were shocked and scared, why did 

you fall suddenly’’ and then I tell them I’m ill and I’ve had it since childhood, then they say 

‘‘why didn’t you say, why don’t you tell us, when you have something like that we should 
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know,’’ like the classroom, when I was laying there they thought I was dead, ‘‘you 

should’ve told us sooner so we could look out for you.’’ 

Interviewer: You don’t even tell your friends? 

Participant: I don’t tell them until, how do you say, fall in front of them. 

Interviewer: Do you feel they will look at you differently if they knew, if you tell them you 

had epilepsy? 

Participant: Well, in this culture we have that, if they know you have epilepsy, or have a 

seizure in front of them, they look at you in a sensitive way. 

Interviewer: How? 

Participant: They look at you all the time, or look at you differently or make fun of you, 

sometimes if you do something even as a joke they say ‘go, at least we don’t have seizures 

and you do’. 

Interviewer: You talked about that in your culture epilepsy is seen as something difficult 

Participant: Yes 

Interviewer: What else is there that affects whether you tell people you have epilepsy or 

not? 

Participant: Well as I say I wouldn’t be comfortable telling people, like I say, maybe its 

normal, other people have it worse than me, mine even if I fall my seizure is just that I fall 

and that’s it, I don’t foam at the mouth, I don’t bite my tongue, I don’t scream, but some 

people have that and its normal for them, for me, thank God I don’t even have that but I 

still don’t talk about it. 

Interviewer: What’s the most difficult aspect because you have epilepsy?  

Participant: Well the most difficult thing is I don’t know what to say, just for work and 

offices I don’t like it, and marriage. 

Interviewer: Today when you had a seizure, were you at work? 

Participant: I was eating, the food was in my mouth and fell, when I woke up I had that 

much rice in my mouth, as I say I’m not aware, I had two spoonful in my mouth, as I say I’m 

not aware whatever happens to me, have rice in my mouth, stew in my mouth, near water, 

I’m not aware. 

Interviewer: For someone who’s just been told has epilepsy, how would you advise them? 

Participant: How would the advice be? Manage themselves, in case they’re like me don’t 

get angry, don’t get upset, don’t hurt anyone, don’t upset anyone, don’t worry about life, 

pretend you don’t even have this illness, empower yourself, make yourself strong, I would 

just say that to them, I tell myself that as well. 
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Interviewer: What would you tell them to make their life easier because they have 

epilepsy? 

Participant: Don’t stress too much, don’t think about life too much, if they like something 

but can’t get it don’t worry about it too much. Our young people now they like cars and 

houses but if you can’t do it don’t worry too much and don’t stress too much, that has a 

great effect on epilepsy. 

Interviewer: Thank you. Do you have any other information that would help me or for this 

condition or for someone with the condition, or if you have something more to say? 

Participant: Well for me now it’s, I don’t know what medication there is that is good for 

this illness, I have changed tablets and either have hit me really bad or medium or have no 

effects.  

Interviewer: You want more information? 

Participant: Yes, I want to know what tablet is good, what other ways, it doesn’t have to be 

tablets, to know what I can do after the tablet so how you say, to forget this, because the 

doctor was saying I have to do something to forget this illness so that by the time you 

realise it has gone. In Sweden I was tested, I have it in an x-ray, the vein in my brain is bent 

in my head that was with a tunnel machine (MRI), they did all my body. 

Interviewer: In Sweden? 

Participant: Yes in Sweden, they did it for me. And they told me the same as here, I 

shouldn’t stress, I can’t think much, I can’t have sour stuff, that’s really bad for me, I can’t 

sleep less I have to sleep more, food cannot be delayed, I have to eat on time, and not eat 

too much, they told me these things that is bad for the illness, oil is the first, sour I can’t 

have. 

Interviewer: This is the information from Europe? 

Participant: Yes, although they told me the same thing here but in Europe I was reassured, 

in Europe it’s the same as here. 

Interviewer: Thank you very much. 

Participant: You’re welcome 

Interviewer: For the information, I hope you’re always well. 

Participant: Thank you. 

 

End of interview. 
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13.13. Kurdistan Participant 3 

Kurdistan interview 3 M 

 

Interviewer: How old are you? 

Participant: I’m ‘76 

Interviewer:’76, how many years is that? 

Participant: 34 years. 

Interviewer: 36, isn’t it 36? 

Participant: Yes 

Interviewer: Are you married? 

Participant: Yes 

Interviewer: Do you have children? 

Participant: Yes 

Interviewer: Boys, girls? 

Participant: Well 2 boys and 2 girls 

Interviewer: How old are they? 

Participant: One of them is 28th February 1999 my eldest daughter, one of them was born 

in 2000, the other one when Sadam was executed 2006 and the other 14th November 2006. 

Interviewer: What is your occupation? 

Participant: I’m a porter here. 

Interviewer: How many years have you had epilepsy? 

Participant: 2007, around 2006, my book finished, they renewed it. 

Interviewer: Have you for about 9 years or did you have it before then? 

Participant: No I didn’t have it before 

Interviewer: What do you think caused you this illness? 

Participant: I don’t know what caused it, sometimes I fall to the ground 

Interviewer: In the day or night mostly? 

Participant: In the day, but sometimes, err I haven’t had it for 2 years. 



387| P a g e  
 

Interviewer: You haven’t had it for 2 years? 

Participant: Yes 

Interviewer: That’s very good 

Participant: Sometimes I get dizzy (points to his head), like that 

Interviewer: How did you know that you had epilepsy? What happened? 

Participant: I went to clinic, we were in Azadi (area) they took me to the hospital and did 

some tests. 

Interviewer: What did they do? 

Participant: Tests, then they said we’ll give you a book, they gave me a book for these 

medications, I take one a day. 

Interviewer: You take one a day? 

Participant: Yes, this book had finished, I buy it in the market for 3000, this book finished a 

long time ago, I have been using this one, in the markets its 3000, these ones. 

Interviewer: Is there any effect? 

Participant: No, no I’m better, there’s another one it’s got 3 pieces, not like this one, this is 

the genuine one is for 3000, the other one is 2250, its 750 each. 

Interviewer: How did you feel when they first told you you had epilepsy? 

Participant: I had no feelings, I said you know, its god given, sometimes god gives us 

illnesses. 

Interviewer: You weren’t upset? 

Participant: No. no, I wasn’t upset. At the time we had two children, I had it a long time, 

until they took me to hospital they made me a book, then went to the hospital with my 

uncle they made me a book, near the university, close to the children’s hospital, then they 

gave me this. Some days they give me 3 pieces a month, sometimes I go every 3 months 

then I used to go, it was in Kareza Wishk (area) we lived in Zargata (area) now we live in 

Kaniba (area), my book finished I buy this daily. Every 10 days for 3000, like that. 

Interviewer: Before did you have any knowledge about epilepsy? 

Participant: No I didn’t know  

Interviewer: Do you think you have accepted the condition and it was ok for you, what was 

the reason? 

Participant: Nothing 
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Interviewer: How? Because you’re very religious or you have heard of it before in your 

family? 

Participant: No up until now I haven’t heard it, no, it’s God given, some people get 

diabetes, heart attack, thank God I haven’t had it for 2 years. 

Interviewer: Your good health 

Participant: Thank god 

Interviewer: What is your knowledge now on epilepsy? 

Participant: Nothing 

Interviewer: You have no knowledge? 

Participant: I have no knowledge 

Interviewer: How do your friends, your wife and family help you when you found out it was 

epilepsy? 

Participant: Well, she came with me to clinics and stuff and she was good to me. 

Interviewer: She helps you, how does she help you? 

Participant: How do you mean? 

Interviewer: Does she talk to you ….? 

Participant: Yes, yes, yes 

Interviewer: Does she remind you to take your medication….? 

Participant: Yes, no when I wake up in the morning I eat breakfast I then take the tablet 

Interviewer: Before, as you say you haven’t had it for 2 years…? 

Participant: Yes I’m fine, thank God. 

Interviewer: How often did you have seizures? 

Participant: Every 2 months, like that, sometimes once a week, like that, but thank God I’m 

better, I take this too (shows me another tablet pack), I’m better. Before it was two tablets, 

now I take one, and thank God, sometimes in the 3 months I get 90 tablets, that’s means 

once a day, I would go every 3 months, now I take one a day, and it’s better for me, thank 

God. 

Interviewer: Do you have any feelings before you have a seizure? 

Participant: Yes my head gets dizzy. 

Interviewer: You get dizzy? 
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Participant: Yes 

Interviewer: And then you lose consciousness? 

Participant: Yes, I’m not aware, sometimes I go somewhere, I fall and they put me 

somewhere else, I’m not aware. 

Interviewer: How long is it before you wake up? 

Participant: 10 minutes, just that. 

Interviewer: Yes. Do you think there is anything to cause you to have a seizure? 

Participant: No 

Interviewer: Stress or …? 

Participant: No, I have no stress. 

Interviewer: There’s nothing and it just comes itself? 

Participant: Yes just like that. 

Interviewer: What about afterwards, how are you? 

Participant: Nothing, it’s normal, I can walk 

Interviewer: What happens to you, do you get a headache…? 

Participant: Yes, I get a headache. 

Interviewer: Do you fall asleep or sleepy? 

Participant: Yes, I get like that. 

Interviewer: What do those around you do when you have a seizure? 

Participant: Sometimes I don’t get like that at home, you know when I’m walking, I fall to 

the ground 

Interviewer: What do they do, do they help you …? 

Participant: Yes, those people, the ones that are walking pick me up. 

Interviewer: What do they think when they see you like that? 

Participant: Sometimes, me I don’t care sometimes, but I’m better, I get up, I sit up, I don’t 

lie down, I sit up 10 minutes 15 minutes I get better. 

Interviewer: And then you can walk normally? 

Participant: Yes 
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Interviewer: Very good. Do you think you had any control over your seizures? 

Participant: No, I have no feelings 

Interviewer: Do you tell people you have epilepsy when you see them? 

Participant: No, no, no, no one 

Interviewer: You don’t talk about it? 

Participant: No, sometimes I work, I go home around 8 or 10, no one notices. 

Interviewer: You don’t tell anyone? 

Participant: No, no 

Interviewer: Is there a reason you don’t talk about it? 

Participant: No, well I don’t tell anyone. 

Interviewer: Why? 

Participant: I don’t want people to know, sometimes 

Interviewer: What happens if they know? 

Participant: Nothing 

Interviewer: Do you think this has affected your life? 

Participant: Effect? Little 

Interviewer: Do you think people look at you differently if they know you have epilepsy? 

Participant: Sometimes when I walk on the way, they say ‘why did that happen to you’ 

sometimes people say its epilepsy and stuff, and I say ‘I felt dizzy’, sometimes in the 

market, sometimes I walk I fall, when I get to the place they say ‘why did that happen to 

you?’ I say ‘I fell and my head hurts’. 

Interviewer: But you won’t say? 

Participant: I won’t say, I won’t talk about that 

Interviewer: Are you shy or do you think people look at you differently…? 

Participant: I’m not shy maybe other people 

Interviewer: Misunderstand you? 

Participant: Yes, yes 

Interviewer: Is there anything you can’t do because you have epilepsy? 
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Participant: I can, you know for work and stuff I can do it 

Interviewer: Has it hindered you for anything? 

Participant: No, no, no sometimes I get one (seizure), and sometimes we get delivery at 

night and normally I get the delivery and its fine, nothing happens to me. When I finish I go 

home normally 

Interviewer: In your culture, in the Kurdish culture, how is epilepsy viewed? 

Participant: Nothing 

Interviewer: If they know someone has epilepsy, how would they view them? 

Participant: Nothing 

Interviewer: Just normally 

Participant: Yes, just normally 

Interviewer: What’s the most difficult aspect of having epilepsy? 

Participant: Nothing, that I don’t know 

Interviewer: For example, sometimes some days your head may hurt more … or have a 

seizure in front of people? 

Participant: I sit down until my head gets better, I sit down and rest. 

Interviewer: What about when people see you, is that difficult for you, is that more difficult 

for you or the headaches and the dizziness? 

Participant: My headache is a bit better, if I rest now, if I get a headache I sit down so I 

don’t fall sideway on the ground. 

Interviewer: How would you advice those who are newly finding out that they have 

epilepsy? What would you tell them? 

Participant: Nothing 

Interviewer: You tell them anything? 

Participant: No 

Interviewer: Why? Not for you, for them, how to look after themselves, what to know and 

what not to? 

Participant: Now we don’t have anyone who has epilepsy and things like that. 

Interviewer: Do you have anything else to tell me? 

Participant: No. 
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Interviewer: Or to help me? 

Participant: Just that, I’m renting, I pay 25000 in rent, here I get 500000, 25000 go in rent 

and 3 of my children are in school. It’s like that, finished. 

Interviewer: Thank you very much 

Participant: It’s no problem 

 

End of interview 

13.14. Kurdistan Participant 4 

Kurdistan interview 4  

 

Interviewer: How old are you? 

Participant: 43 years 

Interviewer: Are you married? 

Participant: Yes 

Interviewer: Do you have children? 

Participant: 3 children 

Interviewer: How old are they? 

Participant: My eldest daughter was born 2002, after her my son was born in September 

2003, I have another daughter born in February 2008. 

Interviewer: What is your occupation? 

Participant: I work for as a civil servant. 

Interviewer: What do you do in your job? 

Participant: When moving cars, I make cards for the drivers so they have permission to 

work in the vicinity, Chwarta to Sulaimania. 

Interviewer: So you work in an office? 

Participant: Yes 

Interviewer: How many years have you been getting seizures? 

Participant: Approximately from 2000, it’s been 12 years 



393| P a g e  
 

Interviewer: 12 years, do you know anyone else who has epilepsy? 

Participant: From my relatives? 

Interviewer: Friends, family, neighbours? 

Participant: From my friends, there’s another lady who’s like that. 

Interviewer: The same as you? 

Participant: No, she has it much more difficult, she vomits, she has an aura, I’m not 

comfortable seeing it. 

Interviewer: How is yours when you have a seizure? 

Participant: No, I just shout and scream because of my head, you know I notice my body is 

stiff; my body is uncomfortable, like that 

Interviewer: How did you know you had epilepsy, when the first time you had a seizure, 

what happened? 

Participant: The first time was when I had just got married, about a year or so I had been 

married, because I got married end of 1998. It was the beginning of 2000 we were in a 

crowded place, one of my husband’s relatives had got married, we were in their crowd and 

I felt my head felt very heavy, I had never been like that, my head heading that much, I 

went to my husband and told him my head feels really tight, he said ‘maybe outside 

weddings, like in a village, is more difficult than Sulaymany wedding, they use drums and it 

might be the sounds that you’re annoyed.’ He took me away from the crowd and on the 

way going to the place I had fallen, if was from then when I came to in the hospital I felt 

that I had epilepsy. 

Interviewer: How did you feel when you found out you had epilepsy? 

Participant: I was very uncomfortable; I was very, very stressed about it. 

Interviewer: What was the stress about mostly? 

Participant: Because I feel when I’m sitting with other people, you know I don’t trust 

myself to sit in that place completely, you know like a wake and you feel that they’re close 

to you but you can’t stay at the wake as you need to like everyone else to sit and know how 

you’re doing things.  

Interviewer: Do you feel that you’re constantly nervous about when you’re going to have a 

seizure next? 

Participant: I feel, you know, I say ‘I’m going to Sulaymany, I’m going to visit my father’s 

(parents home)’ my husband won’t stand in my way and says go but I feel that he’s 

frightened, he says go but he’s frightened he says ‘on the way in case she has a seizure in 
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the car or on the way, God forbid, what I can I do, I will be shamed and I will lose my wife’. 

And myself I really want to go out but I’m frightened. 

Interviewer: The shame you feel that your husband feels, is it for you or for him? 

Participant: For him, he says if I allow you to go on your own and something happens to 

you on the way, people will ‘see, the reason he’s allowing his wife to do that is so she gets 

run over somewhere and he’s free’ he says that’s what he’s worried about otherwise he 

says the seizures are a gift from God, it’s not in anyone’s control, it’s not through being 

brave or exhaustion that someone gets this. 

Interviewer: What was your knowledge of epilepsy before you were diagnosed? 

Participant: I didn’t have any knowledge. 

Interviewer: What about now, what your knowledge? 

Participant: Now I feel  those people (who have epilepsy) need to be taken care of, 

understand their difficulties, so what if that person is a man or woman, clearly, see where 

they are comfortable, create that environment for them, see what medication, see as much 

as you can use the medication, why is it so difficult? For me now, the medication the doctor 

has prescribed me, the doctor says you have to take this medication until you die. It would 

make me happy to know everybody looks for a treatment for their illness, whether the 

illness is physical or mental, I don’t know, whatever they want, I want everyone, not just 

me ‘just so let me live among my children’ no, on the contrary I don’t even want my 

children to see me when I get like that, so they don’t stress about it because my daughter is 

a very intuitive person, and when she knows things she really stresses out, so… 

Interviewer: When you first had a seizure and you found out you had epilepsy and had to 

take medication, how did your husband and you family looked out for you, how did they 

help you? 

Participant: They helped me a lot, they took me a lot, even to Baghdad, to Mosul, to Kirkuk, 

they would take me. 

Interviewer: To see doctors? 

Participant: To see the doctors, I’ve seen many doctors in those areas, in Erbil, just to get 

some treatment, thank God these past years I’ve been very good, this year I’ve been a bit 

uncomfortable, and this year, believe me, there isn’t a week that goes by that he doesn’t 

take me to two doctors. And now for Saturday I have another doctor’s appointment so he 

can see me to see what my treatment is. 

Interviewer: Do you now have lots of seizures? 

Participant: Now it’s very frequent, sometimes I have 4 seizures, 5 seizures. 

Interviewer: In a week? 
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Participant: In a week. 

Interviewer: Is there any particular times? 

Participant: No given time 

Interviewer: Do you think there’s anything that affects you that you have seizures? 

Participant: Mostly when there’s a worry in my head. When I stress about something I feel 

it straight away, I get upset. 

Interviewer: Is there anything else that affects it, that you know of? 

Participant: Crowding places. I can’t go to crowded places, believe me, there are four of us 

in a room if they make it five I can’t bear it, it shows on me, I get pale. 

Interviewer: After seizures, when you wake up, how do you feel? 

Participant: If I am at home, my husband or my children or my mum or dad, sisters or my 

own relatives and my husband is there, I accept it very casually, it’s very, very normal, 

when I wake up I have an upset head, I tell them ‘let me lie down for a bit, I get 

comfortable, I get better myself’ then they feel its fine but if I’m in the office, no. I start 

crying, believe me, sometimes, I don’t stop crying for two days. 

Interviewer: Why, why does it bother you? 

Participant: I stress about it, I say those friends, there may be people that don’t like it that I 

get like that, or there might be those that make fun of me when I get like that, and maybe, 

how you say, feel sorry for me, or maybe my body has been exposed and the men see it, 

otherwise with the women even if my body shows it’s no problem but as far as the men, 

no. 

Interviewer: It makes you uncomfortable? 

Participant: I get very uncomfortable.  

Interviewer: What do those around you do, for example if you’re at work if you get like 

that what do they do, if you’re home what do they do? 

Participant: Well they put me on a place where I’m comfortable, of course for me 

sometimes I’m sitting and fallen or standing and joking with them and fall and in those 

circumstances they put me on a place, and sometime they do that to me or they move my 

hand, they say to exercise my arms so it doesn’t seize up in those times, often they tell me 

my hands get stiff, they open it for me, I pull at my hair, they take my hand off my hair and 

its fine. 

Interviewer: Those around you, how do you think they feel when you having a seizure? 

Participant: I think they feel sorry for me. 
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Interviewer: At home and at work? 

Participant: Often I think that, and I also think there are one or two people at work, I feel 

when I have a seizure they talk about me, you know how they say, make fun of me. 

Interviewer: Do you think you have any control over your seizures? 

Participant: I feel I’ve been very successful over myself, in charge, like the doctor said ‘in 

your circumstance, had you and those around didn’t affect you that much you may not 

have been able to live like that’, but I feel I find the strength inside myself, I say ‘I’m like a 

human being like them, there may come a day when I won’t need anyone, I might get 

better’. I like a lot of hand craft, knitting, making things, I really like it, like this (shows me 

the shawl on her shoulder), like in winter I make shawls for ladies, it’s my dream, I’m very 

comfortable, very comfortable, because I feel like it makes me forget things, if I have a 

problem, straight away I pick up the knitting needles and I start knitting. 

Interviewer: How did you accept that you had epilepsy, how did you begin to accept this 

condition? 

Participant: One of my brothers had returned from Britain at that time and he talked to me 

a lot, it was about 2004 he came back, he talked to me a lot, he said ‘this is an illness 

there’s no need, first it’s a gift from God, it’s not to do with being brave or lazy, second 

every person who in life is open to illness, for funeral, these things that come your way 

daily, you have to accept these things’. When he told me these things I thought ‘he’s right, 

what is a person? You are born, slowly you grow up, then either with illness or health you 

live your life and then suddenly something comes and you die, what is the point of me 

stressing about it so much? That’s life, it’s how it’s made’. 

Interviewer: Do you think you can tell people you have epilepsy? 

Participant: It’s very normal. 

Interviewer: To friends, family? 

Participant: A lot of people, if I have met anyone, you know, to see someone and bump 

into them randomly, I have said ‘if something happens to me don’t worry as I have this’. 

Interviewer: Do you think your life has changed because of your epilepsy? 

Participant: Well what sort of changes? When you go anywhere they put you somewhere 

cautiously, you know they’re cautious with you, one of my cousins passed away in 

December just past, because they knew things affect me quickly, ‘you come and sit here, 

you go and do that, it’s ok go and get comfortable upstairs, it’s ok go to your aunts house 

to sit’ they were using these things. 

Interviewer: You think you were given special treatment, and you don’t like that? 

Participant: I don’t like it when they put me over someone else, or in a crowding place, for 

example you wash the dishes ‘you come sit down so you don’t get tired let them do it’’ and 
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I say ‘‘it hasn’t come to me from Shah to sit down, I have to move as well, I prefer to move 

around’ I don’t like discrimination, it’s not comfortable, I’m a bit uncomfortable. 

Interviewer: So whether it’s in your favour or not you don’t want to be treated differently? 

Participant: For the favour I like it, if it’s to cure me it’s another thing, but to separate you 

everywhere, you know, at my in-laws for example, there are 5 daughter in-laws together 

including me, I get up to work and my mother in-law says ‘you just come sit next to me and 

talk to me’ and I know why she’s discriminating against  me but she won’t tell me to my 

face, you know, and it’s nice for me to converse with them as well, I might be more 

comfortable, I prefer to do the work, very, very, it’s my hobby, as soon as I wake up to 

clean my home until the evening, I’m comfortable. 

Interviewer: Do you think epilepsy has affected how you view life? 

Participant: Yes, when I didn’t have epilepsy before, I really liked visiting with relatives, you 

know friends, my husband’s relatives, I really liked it, you know if someone’s ill to go visit 

them quickly, if someone has a funeral to go visit them very soon, if someone has a 

daughter who marries go see them, if their son gets married go see them, but now it’s 

made like ‘let me not visit too much, let me delay things so my husband can be there with 

me in case something happens to me’ that has affected me otherwise with other things, 

no. 

Interviewer: How do you feel about your life now? 

Participant: I feel until I die I’m not going to stop trying, at work, in housework, with my 

children, with relatives, especially my husband, because he’s very exhausted with me, he’s 

very exhausted with me. 

Interviewer: Do you think people see you differently, although you mentioned that some 

people treat you differently, do people, those that you don’t work with or are family, treat 

you differently because you have epilepsy or that you have seizures? 

Participant: Well the difference is what, you know what I said about work, ‘give her time 

off because she’s not well, let them do this for her because she’s not like this’ or in the 

neighbourhood, ‘let her do this because she’s not well’ that discrimination is not nice. 

Interviewer: So you feel it in most places? 

Participant: Believe me, I tell the neighbours, ‘there’s a wake in so and so’s place let’s go’ I 

see them give four prayers and on the fifth they say ‘let’s go’ and the other one says ‘why 

should we go, we just got here? Let’s sit a bit longer because of the family’, ‘she’s not well, 

let’s go because of her’, it’s not nice for me. 

Interviewer: Is there anything else you can’t do because of your epilepsy? Apart from those 

that you talked about 
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Participant: Well, what are the things? Just that I may not be able to be there for husband 

as needed, often he’s not home until Thursday and by Thursday I may not be able to, to 

care for him as needed, my headache may start on Thursday, it might start on Monday or 

Tuesday and when it starts I won’t get better that soon. 

Interviewer: How many days do you need to get back to normal after a seizure? 

Participant: After a seizure I’m fine, after an hour I get back to normal, I get up and do my 

work but the really bad headache makes me very uncomfortable, thank God… this shoulder 

hurts with it (with seizures) but thank God since I’ve been taking my medication I don’t get 

that strong headache. 

Interviewer: Even after a seizure you don’t get that strong headache? 

Participant: A little before a seizure, after a seizure no its fine. 

Interviewer: In the Kurdish culture, how is epilepsy viewed? 

Participant: As a disability, they think that person has a disability. 

Interviewer: What sort of disability, mentally or another way? 

Participant: They might view it differently, I don’t know I’ve heard from a lot of people, no 

one has told me face to face, but that lady who had epilepsy she wasn’t at work, I knew 

her, she used to be an old neighbour, when she used to have seizures ‘oh leave her, she’s 

fitting 12 months in the year’, her husband wanted to remarry, not because that woman is 

bad, he just said he liked to have two wives, they would all say ‘why shouldn’t he remarry, 

12 months in a year he has to take care of this woman until she comes to’, seriously those 

talks are very hurtful. It’s true she wasn’t there but I have feeling, it’s hurtful. It’s very 

difficult. 

Interviewer: What’s the most difficult aspect for you that you have epilepsy that may have 

affected you? 

Participant: Well the difficult thing is just that not to get like that at work, because usually 

at work there are men and women, and women, you can’t constantly wear big pyjamas 

underneath, I’m human I want to dress nicely, I can’t use all these things, I don’t want them 

to see me otherwise I have no problem with it. 

Interviewer: If it’s that difficult, have you thought about leaving work and staying at home 

because you have epilepsy? 

Participant: Yes and this leave is because of that. 

Interviewer: How long is your leave for? 

Participant: A year. 

Interviewer: And is it ok for you? 
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Participant: Its fine for me because at home I’m sure I can get used to the things, and in 

that year, I will do something, if I don’t die, I will do something that I will either get cured or 

I have 18 years service I will retire myself, if I feel that I can’t accept it, and if a can accept it 

I will go back to work. 

Interviewer: What is your advice for those who are finding out that they have epilepsy? 

How would you advice them 

Participant: To visit their doctor as much as they can, take the medication and precautions 

set by the doctor, thank God since the doctor has told me I feel I’m a lot better than before, 

in the last weeks five times, as I told you, up to four times I would have a seizure, thank 

God this week, it’s now Monday I haven’t had an episode yet, because the things the 

doctors telling I’m doing as he’s telling me, where to go, what to do, what to eat, I do it, I 

listen to the precautions, I will accept the doctors diagnosis, and I ask of those who are 

newly diagnosed not to take life too seriously, because life is just that, you’re born, you 

live, maybe while you’re young or maybe get to an age, maybe healthy or have ill health 

and die, so life isn’t that to stress about it too much, because those who want you while 

you’re healthy, I’m sure they will still want you when you’re ill, and those who hate you, if 

they hate you when you’re ill they’ll still hate you if you’re not, so why bother myself with 

them too much? And those who are newly diagnosed should view it the same way. Just like 

how people get a cold, get a headache, have a stomach ache, should accept epilepsy 

normally, epilepsy is an illness, it’s a brain illness. 

Interviewer: Do you have anything more to add to help me, my research or those who have 

this condition or for the condition in general? 

Participant:  Well, for the families who have a patient at home, to help them a lot, 

understand them, understand what upsets that person, what really makes them happy, 

they should understand them, after they understand them, when you understand them, if 

she’s uncomfortable at her sister in-laws its ok don’t take them, it’s very simple, ‘sister the 

reason I’m not bringing my wife is because she’s not well’ and you should understand 

them, so what for a while let her not to visit, and take it normally, secondly take them to 

the doctors a lot, find out what the doctor is giving them. First they, find out what makes 

them happy and unhappy, and then take them for a diagnosis, the doctor can do that, and 

don’t look at those with epilepsy as less, they’re the same as those who are living, this one 

is suffering from back pain, this one has headaches, and they have head pain, its normal. 

Thank you, I put you out. 

Interviewer: Thank you. 

 

End of interview.  
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13.15. Kurdistan Participant 5 

 

Kurdistan Interview 5 M 

 

Interviewer: How old are you? 

Participant: I’m 21 years old 

Interviewer: Are you married? 

Participant: No 

Interviewer: And you don’t have children? 

Participant: No 

Interviewer: What is your occupation? 

Participant: I’m a student 

Interviewer: How many years have you had epilepsy? 

Participant: Since I was a child but it was cured until I was, until I was … 

Interviewer: What age was it diagnosed? 

Participant: What age? At an early age, I was young I didn’t know but then I had a seizure in 

primary, year 1 (6 years old) they treated me in the paediatric hospital then after that in 

year 6 (12 years old)  in primary again I got like that again. 

Interviewer: You were about 6 or 7 years old the first time? 

Participant: The first time yes I was 6 years old then after at the age of 12 it started again 

Interviewer: It started again? How long were they able to control it before it returned? 

Participant: For how many years? For about 6 years, they took water from the back of my 

neck and they cured it. 

Interviewer: How was it when you got it the first time? What was the reason? 

Participant: What was the reason? The reason was that when I first got like that, I noticed, 

my teacher was a bit mean with me, and that … 

Interviewer: Mean how? 

Participant: Like something, I don’t know if he slapped me or what it was, then when I 

came home, I don’t know if I stressed about it or what happened and then at home around 

the evening I got like that around the toilet. 
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Interviewer: You were young then but the second time you were again told how did you 

feel? 

Participant: The second time it was when I was in primary year 6, I was working at the 

bakers in the summer, in the morning I was trying to go to work, before I went to work at 

home I got like that, at the time, when I realised I fell to the ground, then I was 

unconscious. 

Interviewer: How did you feel when you got like that again? 

Participant: How did I feel? I would be like that about 15-20 minutes then I would come 

around, my chest was hurting a lot. 

Interviewer: Did you feel anything before you got like that? 

Participant: No 

Interviewer: There wasn’t anything, any symptoms for you? 

Participant: No 

Interviewer: Did you have any knowledge about epilepsy, not the first time as you were 

young but the second time when it returned? 

Participant: No I didn’t have much knowledge 

Interviewer: What about now? 

Participant: Even now, I don’t have that sort of knowledge 

Interviewer: How are you now, do you have regular seizures? 

Participant: Since March I got like that, when I got like that, that was at home too, when I 

got like that, but this time it took about 10 minutes because of the tablets that I take, after 

when I came round my chest didn’t hurt. 

Interviewer: It didn’t? 

Participant: This time it was different to all the other times? 

Interviewer: How? 

Participant: The other times when I came round my chest was very tight, I had a really 

annoying pain but this is when I got like that and came round I didn’t have the chest pain. 

Interviewer: Did you have any other pain? 

Participant: No 

Interviewer: Any other feeling for your body or head? 
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Participant: My head was slightly heavy but just that, the other times my head felt heavy 

and my chest would hurt. 

Interviewer: How did your family, friends and relatives help you? 

Participant: My family are really good, especially my mum, my dad, my sisters and brothers 

are very good 

Interviewer: How do they help you, what do they do for you? 

Participant: What do they do for me? 

Interviewer: To make things easier for you 

Participant: They always remind me to take my tablets, my mum puts my tablets down 

with every meal, even if I go out to a relative’s house she says ‘don’t forget your tablets’ 

sometimes they call me and say ‘take your tablet so you don’t get like that’. 

Interviewer: Do you think there’s anything that affects you to have a seizure? Daily stuff 

that happens? 

Participant: Bad stuff? 

Interviewer: Bad stuff, news 

Participant: No 

Interviewer: There’s nothing? 

Participant: There’s nothing 

Interviewer: What do those around you do when you have a seizure? 

Participant: Those around me, there was once I was in primary, no in secondary I think, 

when I got like that, I was going towards school, I got like that close to our home, the 

neighbours around our home picked me up and they took me home, they were very good. 

Interviewer: How are you when these people come to your aid, how do you feel? 

Participant: I’m very happy that someone helps me when I have this illness. 

Interviewer: How do you think they feel when they see you like that? 

Participant: Of course it’s not a nice feeling towards me 

Interviewer: How? 

Participant: It’s not nice, that someone with a healthy body falls suddenly and get like that 

with books it’s not nice. 

Interviewer: Do you feel you have any control over your seizures? 
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Participant: No 

Interviewer: That you can control so you don’t get like that? 

Participant: No, no feelings 

Interviewer: How did you accept that you have this illness? 

Participant: How could I accept it? This is something that God has given me, each person 

has a different illness, and is in agony with a different pain, but my pain is different to all 

the others pains. 

Interviewer: How? Do you feel different to other people? 

Participant: Like I look at myself less? 

Interviewer: Just to feel different, or feel less? 

Participant: No, I can do whatever people can do, whatever people can do I can do it too. 

Interviewer: Has it hindered you, this illness that you can’t do, if it wasn’t for this you 

could’ve done?  

Participant: For work? 

Interviewer: For work …? 

Participant: For work, at the moment I work in the summer season, I work as a ceiling 

decorator. 

Interviewer: So it hasn’t hindered you? 

Participant: No, in the work place, thank God it hasn’t hindered me 

Interviewer: Can you tell people that you have epilepsy? To friends 

Participant: In my friends, up to now only one of my friends know, and he only found out 

this year. 

Interviewer: How did you tell him, what happened? 

Participant: I had one friend and we came to the hospital at lunch time, we finished school 

and I said ‘come on let’s go’ he said ‘what is it?’ I said ‘come on let’s go and pick these 

medications’ he said ‘why?’ I said ‘it’s for this sort of illness’ I told him ‘I haven’t spoken 

about it to anyone and you don’t talk about it to anyone’. 

Interviewer: And what did he think? 

Participant: He was, of course it’s not nice for him, it’s not nice for him and it’s not for me. 

Interviewer: Do you think he’s changed with you since he’s found out? 
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Participant: No, he’s better but not worse 

Interviewer: Do you think your life has changed because you have epilepsy? For example 

since you got it again in year 6 your life has changed that it has affected you? 

Participant: No 

Interviewer: How do you feel about your life now? How do you approach life? 

Participant: My approach is I would like a cure for this illness, a lasting cure that even those 

who get like that to be cured. 

Interviewer: Do you think that if people know, as you said you’ve only told one of your 

friends, do you think other people will treat you differently of they know? 

Participant: No, even with the relatives, the ones who may have found out is two of my 

uncles and one of my aunts, and my other uncles and other aunts don’t know 

Interviewer: Why is that? 

Participant: Because I don’t want them to know, I don’t want them to 

Interviewer: What’s the reason? 

Participant: The reason? I just don’t want them to know. 

Interviewer: Is there any reason that you don’t want them to know? 

Participant: Any reason? Well what can I say, I don’t want them to know 

Interviewer: Is it to do with people and your culture? Kurdish culture and how epilepsy is 

viewed? 

Participant: Of course it’s to do with it 

Interviewer: Explain that to me, in the Kurdish culture if someone has epilepsy how are 

they looked at? 

Participant: Well obviously if you come face to face with an unfortunate event, its, they 

might say something bad about that illness that you have 

Interviewer: Like what? 

Participant: Like ‘go and may epilepsy get you again’, it’s not nice, it’s not a nice word to 

use. 

Interviewer: Is the word epilepsy not nice or the meaning of the seizures? 

Participant: It has a bad meaning 

Interviewer: Why? 
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Participant: Well what can I say? That I don’t know. 

Interviewer: I would really like to understand because I don’t live here and I want to 

understand people’s views completely because I will compare to foreign views. 

Participant: All I’m saying is it has a bad meaning 

Interviewer: Just that? 

Participant: Just that 

Interviewer: Ok, what’s the most difficult aspect of having epilepsy? 

Participant: You mean …? 

Interviewer: What is the most difficult thing in your life because you have epilepsy? What 

has it made difficult? 

Participant: What has made it difficult? Now what has made it difficult, at the time of 

studying I want to be in a place that is very, very quiet, where there’s no noise, and then if 

there is any noise I can’t study, and after that if there was no epilepsy people’s brains 

would be better. 

Interviewer: How? 

Participant: Peoples brain, in terms of thinking it would be better, in terms of 

understanding it would be better, in terms of these tablets that you take you need more 

sleep, if you don’t take the tablets you don’t sleep that much. I have friends who say they 

sleep 6 hours a night, or 7 hours, I have to sleep 8/9 hours, if I didn’t take those tablets of 

course I would sleep less. 

Interviewer: You would have more time for studying and other things? 

Participant: Yes 

Interviewer: What advice would you have for someone who has just found out they have 

epilepsy? 

Participant: I would advice that they get treated as soon as possible, until it hasn’t 

developed into the more difficult stages, the easy stages would be treated quicker. One of 

my cousins’ is about a year old, going on 3 years was given treatment and thank God is 

cured, he’s cured, but if that was not treated early, of course it’ll get worse, the illness will 

get worse. 

Interviewer: What other advice would you have to be able to accept the illness and be able 

to carry on ok? 

Participant: I would advise them that this illness is such that you have to accept it, accept 

it, and now that it’s being treated it’s very good. 
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Interviewer: Do you have anything to add or to help me or other people? 

Participant: No I don’t have anything else, no. 

Interviewer: Ok thank you very much 

 

End of interview 
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13.16. Kurdistan Participant 6 

Kurdistan interview 6 

 

Interviewer: How old are you? 

Participant: I’m ‘74 

Interviewer: You were born in ’74? 

Participant: Yes 

Interviewer: That’s means you’re 38 years old? 

Participant: 38 years 

Interviewer: You’re married? 

Participant: Yes 

Interviewer: How many children do you have? 

Participant: I have 6 

Interviewer: What is your occupation? 

Participant: I’m a housewife 

Interviewer: How long have you had this illness? 

Participant: A very, very long time, it’s more than 10 years 

Interviewer: More than 10 years? 

Participant: Yes, I have been to many doctors and clinics, I went here and went there, there 

was no point 

Interviewer: What do you think caused it? 

Participant: I don’t know, some say it’s because of stress, some say, I don’t know, I just got 

it, I don’t know 

Interviewer: Do you know anyone else who has this illness? 

Participant: This illness? A lot of my husband’s relatives are like that, but mine is a lot, my 

epilepsy is a lot. 

Interviewer: How? 

Participant: Sometimes, this Friday we went out I got it four times in the open. 
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Interviewer: Do you use medication? 

Participant: Yes, it’s been about a month the doctor has given me treatment, it’s a small 

tablet, I have it now (takes out medication from her bag) when I was taking it it made me 

very dizzy, really down, and a heavy head, I stopped taking it for a while, I thought it was 

the medication, he gave me another one, this one (shows me her medication) I’ve run out, 

I’ve run out of this one but this one, my head is constantly down, it makes me sleepy, 

drowsy. 

Interviewer: So you don’t take it? 

Participant: I took one today, the doctor said ‘it’s got nothing to do with that, take it’, but I 

told him ‘it is to do with that, when I take it it makes me drowsy, really down’. Sometimes 

we have guests and when I take this tablet I don’t have the energy to socialise with the 

guests, to make food, it makes me down. 

Interviewer: But it stops it? 

Participant: Yes, it stops, I’m better, the seizures are better but I get drowsy, I get drowsy 

Interviewer: When they first told you you have this illness, how was it, did anything happen 

around then, did anything happen regarding the family? 

Participant: That day when I got like that, my husband’s nephew was with me, my husband 

wasn’t with me, he said ‘how, why did this happen to you auntie? Do you not go to the 

hospital, clinics, why don’t you take care of yourself?’ I said ‘dear, I go to the hospital a lot 

but the medication I take has no role’. 

Interviewer: What about when you first found out? 

Participant: The first time? 

Interviewer: When you found out you had epilepsy, 10 years ago? 

Participant: At the beginning it wasn’t that much, it wasn’t controlling me, it was better, 

but now it’s been about 3 years, my seizures are a lot more and it’s upsetting me. And I 

don’t know, I went to the doctor the other day he was saying ‘it seems that you are 

stressing’ I said ‘stress, it’s only me and my children, myself, my children and my husband’. 

Interviewer: How did you feel when they first told you you had epilepsy? 

Participant:  I told the doctor, there’s an Arab doctor here, because he did the book for me, 

he said, he gave me the treatment, the treatment were different, I didn’t get better so I 

brought them back with my sister and he changed it, he changed it to this one. 

Interviewer: What about the first time, how did you feel when they said you have epilepsy 

you have to take medication for a long time? 
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Participant: He said you have to take medication but these medications we’ll prescribe for 

you, you can’t get pregnant, because it’s bad for the pregnancy. 

Interviewer: Did it upset you?  

Participant: For that? Yes, when he said you can’t get pregnant, I said ‘can I not at all or 

would my uterus decompose?’ he said ‘nothing happens but you can’t get pregnant’ he 

said ‘it’s bad for the baby, otherwise the baby would be deformed’. 

Interviewer: Was it because of this you were upset? 

Participant: Yes, well I was upset about this and because of the illness I was very upset. 

Sometimes I get guests I pour the tea and then have seizure right there, it’s really 

upsetting, I’m very down. 

Interviewer: Before you found out you had epilepsy …? 

Participant: Before I get it I have a slight headache, I get a headache any my eyes go black, 

it brings me down, I can’t be bothered with anything, the children talk to me but I get so 

annoyed. 

Interviewer: Did you have any knowledge before on epilepsy? 

Participant: I had knowledge but not like that, sometimes I wouldn’t get like that for a 

month. I don’t want to get like that every day, especially with strangers, with relatives, it 

really upsets me, and that’s what I’m stressing about, the other day, as I said, my husband 

wasn’t with me, I had my husband’s nephew and his wife with me, they were really upset, 

they said ‘why don’t you take care of yourself, how long have you been like that?’ I said ‘I’m 

like that but, I go to doctors, more or less.’ 

Interviewer: Why does it upset you for people to know? 

Participant: I just don’t like it when people are like that with me. 

Interviewer: Why? 

Participant: I just don’t like it, they say ‘what is it, what is that illness you have?’ 

Interviewer: Do you have knowledge on your illness? 

Participant: Well I have the illness, as I said I got it four times the other day. My husband 

doesn’t like it, he says you do it to yourself, he says you do it to yourself. 

Interviewer: How do your family and friends help you? 

Participant: My family and friends, at home I have no one with me, it’s just me and my 

children, sometimes when I get like that it gets me for about 10 minutes, the children put 

my head on a pillow until I get better, they won’t come near me, my eldest daughter tells 

them not to come near me until I get better. 
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Interviewer: How do they feel when you have a seizure? 

Participant: It upsets them a lot, yes, my youngest daughter sometimes just sits around me 

and cries. We have a young daughter, she’s 5 years old, sometimes she cries with me and 

comes under my cover, they cover me with something at home, it really upsets her. 

Interviewer: Is there anything that affects you to have a seizure, bad news, tiredness? 

Participant: That year my brother, my eldest brother got ill and he was very ill, he was at 

deaths door, he stayed in hospital for a long time, and I really love him. I got word, they 

said ‘your brother’s in hospital, he’s so ill’ and I used to walk a lot in the morning, and we 

live far, we live in Chwarbax and they live in Hajji Awa (areas), I used to go see him every 

morning, my vision became black and I hit the ground, and I got so troubled, my mum said 

‘what is it dear, why are you so off colour?’ I said ‘I hit the ground on the way and I’ve been 

sitting by the side of the road for 15 minutes’, she said why are you coming on your own?’ 

and I said ‘I didn’t have anyone with me, I couldn’t wait’ and I only got it that year. 

Interviewer: Do you feel you have any control over your seizures? That you could stop it if 

you didn’t want to get like that one day? 

Participant: No, dear whenever it comes over me I get like that, it’s not in my hand, if it was 

in my hand who would want to be defeated? 

Interviewer: How did you begin to accept it? How did you begin to live with it? 

Participant: Well with this epilepsy it really upsets me, I don’t like it, it really upsets me. 

Interviewer: Do you think you’ve accepted that you’re ill and you have to take medication 

and have to look after yourself? 

Participant: It’s about 3 years since I’ve had that book, my medication has no purpose, the 

ones I take, no purpose. I have a medication, when I take it it makes me really drowsy, I 

don’t want to lift my head off the pillow, and as you know those who have children and 

work you have to constantly do things for the children, but I take this medication, this 

tablet (shows me tables) it won’t release me, it makes me drowsy, drowsy. 

Interviewer: Do you tell people that you have epilepsy? Your relatives, neighbours? 

Participant: All my relatives know 

Interviewer: Have you told them or have they seen you? 

Participant: Sometimes I go to my mums and I sit and by the evening I get like that, my 

vision gets black and I get like that. That day I went to a clinic, my sister lives in Sabun Karan 

(area) I got like that in their house, she supported me under my arms to put me in a taxi. 

Like that, whenever I get it I get, as I said that day we went out I got like that four times. 

Interviewer: Has your life changed because you have epilepsy? 
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Participant: I don’t like my life at all, the epilepsy really upsets me. 

Interviewer: How has it affected you, what has changed, or how has it hindered you? 

Participant: I get headaches, I get upset, I don’t like to get like that, it really upsets me a lot, 

my husband really stresses about it too, he says the children are very upset. 

Interviewer: Do you think people look at you differently because you have epilepsy? 

Participant: No dear, I never talk about it with my neighbours, if I have guests and they see 

it otherwise I don’t talk about it, but my parents know. 

Interviewer: Do you think they treat you differently, look out for you more or feel sorry for 

you? 

Participant: I don’t know, I don’t know if they know or not but I don’t socialise with my 

neighbours too much but when I go to my parents, my mum always says ‘why don’t you 

think about yourself?’ I said I want to go to Hawler (Erbil), my brother said if you want to go 

he’ll come with me to take me to Hawler, let’s see what they tell me there. 

Interviewer: Hopefully you’ll get better. Is there anything else that is difficult, apart from 

not being able to have children, is there anything else? 

Participant: In the evening we had a guest at home, he was saying that ‘you’re probably 

upset because you’re scared your husband will say he wants to remarry?’ I said ‘I would like 

him to not only to marry one but two wives, why is that problem?’ 

Interviewer: Why should he get married? 

Participant: We don’t have sons, and they say ‘Haji wants to get married’ I’ve been to Haj 

too, people crowd me like that and joke with me, they say ‘Haji wants to get married that’s 

why you’re stressing, you’re doing that to yourself’, it really bothers me when people tell 

me that. 

Interviewer: Do you think it’s because of the illness that’s why they’re telling you this? 

Participant: No 

Interviewer: Or is it because you have daughters? 

Participant: When they come to our house his sisters and relatives they tell me as a joke 

but I don’t like it, yes, I don’t like it. 

Interviewer: In Kurdish culture how is epilepsy looked at? 

Participant: In Kurdish community, no one has said anything to me about having epilepsy, 

no one says anything. 

Interviewer: What do they think? Before you had epilepsy, what did you hear? 
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Participant: They don’t tell me anything, if I get like that at my mum’s or my sisters, they 

never talk about it, but my sister did say to me the other day to ‘think about myself and its 

unfair you get like that and your children are young’. 

Interviewer: What’s your advice for those who have just got epilepsy and been told they 

have epilepsy? 

Participant: What would my advice be, my advice is I say ‘God please take this illness away 

from me and I don’t want anything else from the great God’. 

Interviewer: Is there anything that may benefit me or this illness or people with epilepsy? 

Participant: What benefit, dear, he said ‘go and do a heart test and I will prescribe you 

medication but you can’t get pregnant’ and I said ‘pregnancy is not important God willing 

I’ll get better, I have 6 I don’t need any more’. 

Interviewer: Thank you very much 

Participant: It’s no trouble 

Interviewer: I hope you get better. 

 

End of interview 

13.17. Kurdistan Participant 7 

Kurdistan Interview 7 

 

Interviewer: How old are you? 

Participant: I’m ‘87 

Interviewer: You’re ’87? That’s means you’re 25 years old? 

Participant: About 

Interviewer: Are you married? 

Participant: Yes 

Interviewer: Do you have children? 

Participant: I have two children 

Interviewer: What is your occupation? 

Participant: I’m a housewife 

Interviewer: How long have you had epilepsy? 
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Participant: Since after I got married 

Interviewer: How many years is that? 

Participant: I’ve been married for 4 years, after a week of being married I got it 

Interviewer: What was the cause? 

Participant: As for a cause I don’t know but they tell me I’ve been frightened or stressed, 

the doctor says its stress, but I don’t know, some people say you’ve been frightened, it was 

before my 40 days when I got it, they say its fear. 

Interviewer: Do you know other people that have epilepsy? 

Participant: Not many, I don’t know, they talk about it but it’s not like I’ve seen it myself, to 

be aware of it myself, but it’s been discussed. 

Interviewer: How did you feel when you first found out you had epilepsy? 

Participant: I was really down about it, I really stressed about it but now I’m ok, I’m used to 

it. 

Interviewer: Why were you so stressed about it? 

Participant: It was really bad, I couldn’t walk, or in hot weather, I’m still like that but at the 

beginning I wasn’t used to it, I was really stressed about it, I couldn’t take part in a party or 

picnic, when I’m tired I get like that, but now I’m a bit better, I’m used to it now. 

Interviewer: Did you have any knowledge before on epilepsy? 

Participant: No 

Interviewer: What about now? 

Participant: Well, now because I’ve got it, even if someone says I have a relative who’s like 

that I say don’t worry about it, because I’ve seen, I’ve been like that, so I don’t know, bit by 

bit I’ve got used to it. 

Interviewer: How did your family or you’re your friends help you …? 

Participant: They help me a lot, my dad, whatever he can do he will, my husband. 

Interviewer: Like what? 

Participant: So, if I’ve needed to see a doctor they’ve taken me, to see a mullah, if 

someone has said they’re good, they’ve taken me, they’ve helped me, to a sacred grave, so 

I get better and it really stresses them out, more than me, so, however they could they’ve 

helped me. And they make me feel better. 

Interviewer: Do you take medication? 
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Participant: No, I haven’t used anything 

Interviewer: How are you now, do you have regular seizures? 

Participant: I’ve been ok for a while, it’s been about a month I have less seizures 

Interviewer: Do you have any feelings before you have a seizure? 

Participant: My heart races, I have a headache, I get upset, I feel down 

Interviewer: What do you thinks affects you to have a seizure? Is there anything …? 

Participant: For me it’s a lot … if I have a headache I will have a seizure, if I stress about the 

smallest things, if someone says the smallest thing to me I get like that, so if I am at a party 

and I get tired, or walking and I get tired, or when I do housework, just housework I get 

tired and I get like that. 

Interviewer: How are you feeling after a seizure? 

Participant: If I am not aware and I fall to the ground, when I come around I’m very tired 

and down, my whole body aches, but sometimes I sense it and I go to the bedroom and lie 

down, when I wake up I feel rested, I feel like I have rested. 

Interviewer: What do those around you d when you have a seizure? 

Participant: I’m not aware of them but it upsets them, when they talk about it. 

Interviewer: How do they talk about it? 

Participant: They look after me, they’re over me until, but I don’t know some of them put 

water over me, my uncle was abroad and he came back he said don’t put water on her it’s 

not good, but just to hold here (points to her forehead between her eyes). 

Interviewer: Where? 

Participant: Here (points to her forehead between her eyes). 

Interviewer: Between your eyes, why? 

Participant: He said hold it gently and she’ll get better, so now they tell me they do that 

and I come around. 

Interviewer: How do you feel about those around you when you’re having a seizure? 

Participant: How do they feel? They’re very sentimental, Kurdish people are as you know, it 

upsets them, but I’m not aware, as I told you when I have a seizure I’m not aware, some 

people say they hear things, but now, one of our in-laws her mum is like that, she says her 

mum says she hears everything when she has a seizure, but I don’t hear anything. Once I 

heard my daughter crying over me it really upset me, otherwise I’m not aware or feel 

anything 
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Interviewer: Do you feel you have any control over your seizures? 

Participant: No, nothing 

Interviewer: You have no control? 

Participant: None, sometimes I sense it coming I want to sit in a conformable place, I fall 

straight away, it’s really upsetting, I don’t even feel it. 

Interviewer: How did you start to accept this illness? 

Participant: Bit by bit 

Interviewer: What made you accept it? 

Participant: My dad and them lot would talk to me a lot, they’d tell me not to stress about 

it, don’t worry about it, you’ll get better, we’ll help you, so bit by bit until I got used to it. 

Interviewer: Do you tell people you have epilepsy those you know? 

Participant: Yes, I don’t have a problem 

Interviewer: It’s ok for you? 

Participant: Everyone knows I get like that 

Interviewer: Do you think your life has changed because of your epilepsy? 

Participant: Yes, very, there are a lot of things I can’t do in case I have a seizure. Before I 

used to go on my own to Sulaymany, if I needed something for myself I used to go do it and 

come back, but now I can’t, it has stopped me from doing a lot of things, I can’t do it on my 

own, whatever I want to do, someone always has to be with me, it’s not nice for these 

things 

Interviewer: How do you feel about your life now, if you compare it to when you didn’t 

have epilepsy? 

Participant: It’s not nice, but you have to be tolerant, I’m used to it otherwise its very 

upsetting, when I think about it because, to be honest I don’t have the energy to do my 

own housework, today I washed two bed covers I got like that. I can’t, if I get a bit tired I 

can’t, I can’t tolerate it, if someone says something to me I have a seizure straight away, if I 

have a headache I have a seizure, if my heart races I have a seizure straight away, I don’t 

know, or if I see something, something frightening I get like that straight away. 

Interviewer: Do you not think medication will have an effect? 

Participant: I went to see a few doctors they said just stress, there’s no cure, they haven’t 

prescribed me any medication and I haven’t used any, but my grandmother was saying, my 

uncle, the uncle who came back from abroad tell me a lot ‘let me take you to Tehran they 
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have medication’ I said ‘ I can’t leave my daughter’ I didn’t go, he said ‘you’ll get better with 

one pill, if you take one pill’, but up to now I haven’t used anything. 

Interviewer: Is it your decision that you’re not using anything? 

Participant: Well, myself 

Interviewer: Do you not believe it or …? 

Participant: If there is I believe it, if there is something and I know it’s a 100% good and I’ll 

get better, but up to now a few doctors have said just don’t stress, I haven’t been given any 

medication, that’s how it is 

Interviewer: Do you feel that people look at you differently if they know you have 

epilepsy? 

Participant: What I don’t like is when they feel sorry for you, I don’t like that, a lot of 

people when they see me, they said ‘oh poor you’ I’m used to it but when they tell me that 

it really upsets me, it’s not nice for me, or in front of my mum when I get like that, once 

when I came round my mum and dad were crying over me, it really upset me. 

Interviewer: In Kurdish culture how is epilepsy looked at? 

Participant: How do they say, you have fits, it’s not a nice thing because I don’t know, how 

to say they look at it but if you say ‘I have epilepsy’ they say they have fits, or something 

like that. Mine it’s not even that, they say you don’t strike with your hands, some people 

when they have a seizure they strike their hand, they tell me I’m quiet, I have a quiet 

seizure and wake up quietly, but lately when I have a seizure and I come round I cry, for a 

while I cry, I don’t know. 

Interviewer: You get upset? 

Participant: Or I’ll be quiet, even if they talk to me I can’t answer, I hear them talking to me 

but it’s not in my hand I can’t say anything. 

Interviewer: What’s the most difficult aspect of having epilepsy? 

Participant: How do you mean? 

Interviewer: Like, what’s the most difficult part, what’s changed, for example, something 

that is important for you to do, or held you back? 

Participant: It holds you back, in a lot of things, like I say, if I like something I’m telling you I 

can’t do it, something like before I get like that I used to do things but now I can’t because I 

don’t think I can do it, I’m telling you the smallest things at home I can’t, when I get tired 

that’s it, if I want something, it takes time and energy, if I want to do something, even 

work, if I like to do a job, for people, I can’t, because I get tired, they say because of my 

epilepsy, my dad and them, I’ve worked for people, but they say ‘leave it, you can’t handle 

it’ and that’s not nice for me, I can’t… 
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Interviewer: Is it the discrimination you don’t like? 

Participant: Yes, I can’t do anything to even try for my own life, thank god I’m not saying 

I’m poor but it’s nice for everyone to be able to do their work, I was a student I left it 

Interviewer: Because of your epilepsy? 

Participant: I had my daughter and I was having a seizure every day, my seizures, they 

would bring me home from school, then I thought it can’t be done, with my children and 

seizures its best to leave it. It’s held me back from a lot of things. 

Interviewer: What is your advice for those who are finding out they have epilepsy? 

Participant: What would my advice be? I hope no one gets this illness, it’s a bad illness, 

every illness is bad but this is different to other illnesses because you might get like that in 

a busy place, not know anyone, be on your own, it’s not a nice thing but I hope no one gets 

it but those who have got it may God help them, I hope the ones who are like that get 

better, tolerate the circumstances and get used to it and not stress about it. It’s a simple 

thing, God has given to us, not to have any problems 

Interviewer: Is there anything else to add that may be important about this condition? 

Participant: I don’t have anything, I just hope those who are like that to get better, because 

it really holds you back, it’s very upsetting, I feel I’m like a prisoner when I’m on my own, 

because I can’t if I don’t have someone with me, if I want to go to Sulaymany, for a holiday 

a visit I have to call someone if my husband is not home, to say ‘will you come with me?’, 

because tonight my husband is at work I’ve had to come here so I’m not on my own, I’m 

always on my way, even at home I’m not rested, in case I have a seizure and not be aware 

of my children. 

Interviewer: Is this your parents? 

Participant: No my in-laws, so the travelling is very frustrating for me, I hope no one gets it 

and those who have may God help us. 

Interviewer: Thank you and I wish you good health. 

Participant: Thank you 

 

End of interview 

13.18. Kurdistan Participant 8 

Kurdistan Interview 8 

 

Interviewer: How old are you? 
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Participant: I was born in ‘67 

Interviewer: So that’s about … 

Participant: 44 years 

Interviewer: 44 years, you’re married? 

Participant: Yes 

Interviewer: How many children do you have? 

Participant: I have 3 

Interviewer: What is your occupation? 

Participant: I’m a housewife 

Interviewer: How many years have you had epilepsy? 

Participant: What can I say, 25 to 30 years 

Interviewer: Do you know anyone else who has epilepsy? 

Participant: You mean in my family? 

Interviewer: In your family, friends, neighbours? 

Participant: No, just my husband and my son has had it in the last couple of years 

Interviewer: What happened around that time that you got epilepsy? 

Participant: I had an accident, I mean my brother got run over by a car, he was 12 years 

old, I got it from that, when I got it I went to the doctors a lot, they kept telling me you’ll 

get better, they kept telling me, I used a lot of medication, they kept telling me I’d get 

better and I still didn’t get better, year by year and day by day I got worse. I mean 

sometimes in the month I’d have it 2 times 3 times, sometimes 5-6 times, it was dependant 

on the month, I went to the doctors a lot, I took a lot of medication, even until now I’m still 

taking it. 

Interviewer: When you first knew you had epilepsy, how did you feel? How did you take 

the condition? 

Participant: How did I take it? It was very upsetting because that illness, whether you say it 

or not it’s a bad illness, I mean you get it suddenly, you could fall in fire, a lot of times, 

sometimes I’ve even burnt, I would be standing up unaware then suddenly fall on stone or 

fire I’ve fallen on it. I mean those instances have been very upsetting. 

Interviewer: Did you have any knowledge on epilepsy before you were diagnosed? 

Participant: You mean before I was diagnosed? 
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Interviewer: Before you got it 

Participant: Before I got it, I would get upset, I would get distressed, I would suddenly get 

bad, I mean like you would be sitting there and I would trying to call you and I would be 

voiceless, suddenly, I would be aware for the length, I would raise my head and call you, I 

would lose my speech, when I lost my speech I would fall to the ground. 

Interviewer: How is your knowledge now on epilepsy in general? 

Participant: Well my knowledge, what can I say? 

Interviewer: Do you know from being explained to by doctors of what it is and how it is? 

Participant: They say it’s an illness that’s temporary, they say its temporary and you’ll get 

better but some people get better and some people don’t get better, yes, some people 

when they take the medication it stops it or it lessens month after month, or it gets less its 

better, and some people will have it permanently. 

Interviewer: When you were first diagnosed what help did you get from you family and 

friends? 

Participant: They all helped me a lot, especially my husband, if I say he was better than all 

of my relatives it’s not a lie because he was very good with me, even now he’s really good 

with me, yes, he’s really helped me, the more I compliment him it’s not enough because 

he’s gone beyond necessary, he’s helped me. 

Interviewer: May you always be together.  

Participant: Thank you 

Interviewer: How are you now, do you still have seizures? 

Participant: Thank God I’m better. 

Interviewer: Before you have a seizure you said your head gets heavy …? 

Participant: Yes, I get so down I want to cry. 

Interviewer: Do you think there’s anything that makes you have a seizure, a bad news or 

…? 

Participant: Yes, with bad news I get down, and if I get down most the time I have it 

(seizure). 

Interviewer: How do you feel after a seizure? How’s your health? 

Participant: I mean, for a week I feel like I’ve walked the mountains, my whole body is stiff, 

my body aches, I’ve always got a headache, I mean I get in a really bad way. 

Interviewer: How long does this last, you said a week? 
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Participant: For a week, after the week I get a little better, I’m not so down, day by day I 

get better. 

Interviewer: Are you mentally tired or physically? 

Participant: Mentally and physically, both, you know you get anxious thinking about it, and 

if your mind is anxious your body is tired. 

Interviewer: What do those around you do when you have a seizure? 

Participant: Those around me, most of the time, they’ve all cried for me, you know 

especially my children, my son got it because he was so worried about me, every time he 

saw me get like that, it used to really upset him and he would cry a lot, he would get so 

upset, he got it from that, but I can’t bring myself to ask him to come and sit down, it’s not 

nice for me to ask him to come so you could ask him questions. 

Interviewer: Its fine, how do those around you feel when they see you have a seizure, 

apart from your son? 

Participant: It’s upsetting for all of them, if I say my brother in-law, my other brother in-

laws, all of them really stressed about it. 

Interviewer: Apart from your medication, do you feel you have any control over your 

seizures? 

Participant: You know now I’ve made myself be in charge of myself so I don’t think about it 

so much so I don’t stress about it so much, I want to be control of it, up to now, I’m 

mentally more comfortable than before. 

Interviewer: At the beginning when they told you you had epilepsy, how did you begin to 

accept it? 

Participant: I took it very normally, it still upset me, it upset me because it’s not a nice 

thing, it’s for a long time, and when I went to the doctor he said because I got it from an 

accident I will get better, he said ‘when she gets better and sees her children, she’ll be 

happy with her home and children, she would generally pass the illness.’ 

Interviewer: But it didn’t pass? 

Participant: No it didn’t pass 

Interviewer: Do you think it’s understanding the illness that made you accept it or was it 

something else? 

Participant: Well mentally, I got happy with God and said ‘God I’m depending on you I’ve 

now got this I have to tolerate it’, until God sends me protection, I have to be in charge of 

myself, be happy with myself and I can’t let it get to me so I don’t get worse, and get other 

illnesses, I tried to control it rather than the illness controlling me. 
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Interviewer: Do you think you can tell people you have epilepsy? 

Participant: Yes it’s fine. 

Interviewer: Do you think your life has changed because of epilepsy? 

Participant: Up to a point it has affected me, most of the time it has been ok because I’ve 

thought its God given illness, God has sent it to me so it’s been ok. 

Interviewer: Has it hindered anything in your life? 

Participant: Yes, it has 

Interviewer: Like what? 

Participant: Sometimes, if I wanted to go somewhere, to travel, if I got ill health, if I wanted 

to go somewhere, for a picnic, for a visit, to go out, if I got ill health I couldn’t go even if I 

had got changed, I changed back saying ‘it’s better I don’t go’, most of the time I’ve gone 

and on the way I got it (seizure), those things are really upsetting. 

Interviewer: Do you think, your views, for your life has changed because you have 

epilepsy? Or be more wary or more careful? 

Participant: Yes, I’ve wanted to take more care of myself, its always been in my mind that 

‘I’ve got this illness I have to take care of myself’ 

Interviewer: Do you think people treat you differently if they know you have epilepsy? 

Participant: Yes many people, some people look at you in a way that’s upsetting 

Interviewer: Like what? 

Participant: Like this illness, they’ve said ‘oh poor you, you have this illness’ they have 

treated me different to a point. 

Interviewer: Less or with pity? 

Participant: Many people, it’s our manner and community, some people with pity and 

many people think of it in a different way, our community has all sorts. 

Interviewer: How is it looked it in the Kurdish community, if someone has epilepsy, how is 

it looked at or spoken about? 

Participant: It’s up to the person, some people have pity, some people see it differently, 

they say ‘well, so and so is ill, maybe they’re bad that’s why God has given them this 

illness’, many people with pity, they say ‘God is showing them his love, you get everything 

in life.’ 

Interviewer: Do you have anything else you want to talk about that may be important to 

you or important for the illness? 
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Participant: No I have nothing else, but I pray God helps all those who are ill. 

Interviewer: Those who are newly diagnosed, how would you advise them? 

Participant: I would tell them ‘God is great, people have to make themselves happy and 

have to be in control of themselves, not think about it too much.’ I mean if you think too 

much about any illness it becomes more dominant but if you can be more dominate its 

better. 

Interviewer: Thank you very much. 

Participant: It’s no problem, you’re welcome. 

 

End of interview 
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13.19. Kurdistan Participant 9 

Kurdistan Interview 9 M 

 

Interviewer: How old are you? 

Participant: I’m 42 years now 

Interviewer: You’re married? 

Participant: Yes 

Interviewer: How many children do you have? 

Participant: 3 

Interviewer: What is your occupation? 

Participant: I’m a worker in an office 

Interviewer: What is it you do? 

Participant: I’m a guard 

Interviewer: How many years have you had had epilepsy? 

Participant: Err about 3-4 years 

Interviewer: Do you know anyone else who has epilepsy? 

Participant: Yes 

Interviewer: Who? 

Participant: My wife has it, err my friends but I don’t remember their names t the moment 

Interviewer: When you were diagnose with epilepsy, what happened? 

Participant: With me it was thinking, I used to think a lot, the time I got epilepsy. 

Interviewer: Was it a problem that arose? 

Participant: There was a problem, I thought about it a lot, it affected my head and I got this 

issue, I got this epilepsy, err then they took me to the doctor and the doctor gave me 

treatment, the treatment bit by bit … 

Interviewer: How did you feel when they first told you you had epilepsy? 

Participant: It was normal but after the thinking gets more and then I was young and it 

really affects you when you’re younger. 



424| P a g e  
 

Interviewer: Did you have knowledge on epilepsy before you got diagnosed? 

Participant: I had a bit but not much 

Interviewer: What about afterwards, did you have more knowledge? 

Participant: Just the information the doctor gives you, what epilepsy is and isn’t 

Interviewer: How do you mean? How much did they explain? 

Participant: I don’t know exactly, I don’t remember now, how it was, it’s just that they 

explained the description of the movements, what happens to you, sometimes you bite 

your tongue or bite your lips, or your eyes roll over or you foam at the mouth, they would 

explain these things. 

Interviewer: How did your family and friends help you when…? 

Participant: They were good. 

Interviewer: What did they do for you? 

Participant: When I used to get those incidents they would hold my arms, hold my legs so I 

didn’t hurt myself. 

Interviewer: Would they talk to you to make you feel better? 

Participant: Yes, they would, when I got up they would say ‘it’s nothing, it’s very ordinary, 

this illness’, they did so it didn’t affect me. 

Interviewer: How do you feel before your seizures? Do you feel anything, what are the 

symptoms? 

Participant: I would get upset, I would get a headache, like an electrical impulse, in those 

times I would, but I would lie down, I would sense it and after about 15 to 20 seconds I 

would get the incident, I would hear their conversations but I couldn’t reply 

Interviewer: What about afterwards, when the seizure subsided and you were awake? 

Participant: I was normal, but my body ached, like you say ache, then after that sometimes 

they’d massage me and sometimes I would tell them to leave me alone so I get better 

myself. 

Interviewer: What did those feel around you when they saw you have a seizure? 

Participant: They were upset about it. 

Interviewer: What sort, pity? 

Participant: Pity, the pity aspect was more, they were upset with the situation that was 

becoming of you 
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Interviewer: Do you think you have any control over your seizures, without taking tablets? 

Participant: Yes, now I think less, because the doctor says the first thing is thinking, when 

you think you get like that, now I do that, I think less so I can manage the situation, manage 

the illness. 

Interviewer: When they told you you had epilepsy, how did you manage to accept the 

illness? To accept the illness and not let it affect you that much, was it understanding the 

illness, or family? 

Participant: The doctor told me, from the minute I went to see him, he sat me down, he 

advised me for about 2-3 hours. 

Interviewer: How? 

Participant: He explained about the illness, what those situations are like, you have to 

prevent yourself for example in water, in a high place, you can’t go to dangerous places, 

secondly thinking, you can’t at all, what happens to others you can’t think about it, think 

about yourself, your mental state so your head rests and so the situation can pass. 

Interviewer: Do you think you can tell people you have epilepsy? 

Participant: It’s very ordinary, the reason I tell them is because so they know, when it 

happens to me they can help  

Interviewer: Do you think your life changed because of your epilepsy? Do you think you felt 

you had to change your life, your views? 

Participant: Of course 

Interviewer: Like what? 

Participant: You change your life because you have this situation, there are some things 

you can’t do. 

Interviewer: Like what? 

Participant:  Like work, you don’t have the energy to work, there are some jobs you can’t 

do, for example driving, like somewhere dangerous you can’t go. 

Interviewer: Did this affect you, these decisions to stop yourself from doing? 

Participant: Yes 

Interviewer: How did it affect you, for example, how did it affect your views for your life for 

your family? Or when you couldn’t drive somewhere or to take part in a social situation? 

Participant: That affects you, there are some places you want to go but you can’t because 

you can’t drive, you have to ask someone else to pick you up or there are some other 

duties you can’t do you have to ask someone else to do it, that affects you. 
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Interviewer: If people knew you had epilepsy, would they look at you differently? How 

would it be? 

Participant: Those around me were fine, they would help me and not to hurt me or make 

fun of me, they didn’t have with me. 

Interviewer: How is epilepsy looked at in the Kurdish community? 

Participant: There are some people that look at it as a bad thing and there are some people 

normally and help that person. 

Interviewer: How do you mean bad? 

Participant: The bad thing is they make fun of the person, they say ‘you are like crazy’ or 

make fun of that person and make the person experience the situation, they have that, 

some people are like that. 

Interviewer: Have you experienced things like that? 

Participant: No, those people I would be involved with were not those kinds of people 

Interviewer: What’s the most difficult thing for someone like yourself who has epilepsy 

that affects your life? 

Participant: How do you mean? 

Interviewer: For example in regards to family, friendship, work, if someone has epilepsy, 

what’s the most difficult thing for them for their life? 

Participant: Everything as far as that person is concerned is difficult, when you have that 

condition you can’t do anything. 

Interviewer: If you know someone who has been told recently they have epilepsy, how 

would you advise them? 

Participant: My advice would be when they tell them not to be upset, don’t think about it, 

on the contrary think about managing themselves so the condition gets better bit by bit 

and be rid of it quickly, they more they think about it, they more they get deeper with the 

illness, the illness would dominate they wouldn’t get away from it easily, they would have it 

forever. 

Interviewer: Do you see the condition as a temporary or something that’s ongoing for life? 

Participant: Temporary, I see it as temporary 

Interviewer: Is there anything else for you to talk about, so it benefits this condition or for 

those people with the illness? 

Participant: I don’t know how to talk about it. 
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Interviewer: Information…? 

Participant: The information is just that if someone gets it not to think about it, look at as a 

simple thing, so it doesn’t affect their brain even more, the more they think about it it 

affects their brain, it may make them mad. 

Interviewer: Do you think it’s having knowledge about the illness itself or believing in God 

that helps you accept it, or help from your family? 

Participant: God is on top of everything, healing is in his hands, help from your family is 

essential, that’s the second level that helps you, the first is God the second is you family 

and those around you. 

Interviewer: Thank you very much 

Participant: No problem 

 

End of interview 
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13.20. Kurdistan Participant 10 

Kurdistan Interview 10 M 

 

Interviewer: How old are you? 

Participant: I’m 18 years old 

Interviewer: Are you married? 

Participant: No 

Interviewer: And you have no children? 

Participant: No 

Interviewer: What is your occupation? 

Participant: I’m a student 

Interviewer: A student, what level? 

Participant: In year 11 

Interviewer: How many years since you’ve had epilepsy? 

Participant: About 2 to 2 and a half, 3 years 

Interviewer: Do you know other people that have it, friends? 

Participant: No 

Interviewer: Tell me about when you were first diagnosed? 

Participant: Yes, as far as I remember it was a night, we were sitting, I  was watching 

television, I felt my body starting to get stiff, my arms and legs were still, but at first when I 

would get it I was aware, just my arms and legs would get stiff but gradually I would get like 

that and lose consciousness, I would have a seizure, we went to Iran and there, I think we 

went twice or three times, the doctor gave me tablets and said to take them and come 

back every 6 months, when I would take the tablets I was a lot worse at nights and my 

seizures increased, so I thought I best leave it (not take the medication anymore), the last 

time I went back to the doctor I said I’m worse and at nights it hurts me more, first I did a 

brain investigation (EEG) he said a vein in your brain is blocked or something else, I said ok, 

then I felt, because I was aware when I got like that, my heart was beating faster, I mean I 

would struggle for breath, we went to a heart doctor. When we went to see him he did an 

heart investigation (ECG) he said ‘your heart ventricle is loose, it’s because of that it makes 

you feel like that’ we said ok, then he gave me a tablet, when I took the tablet I couldn’t 

sleep because of the pain, then I told my dad, I said ‘dad let me not take the tablets for a 

while’, when I didn’t take it, on the sly, I could sleep at night, but they kept saying take it 
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you might get better, maybe the pain is that you will pass it (epilepsy), I said ok. I took it 

properly for a while, but gradually I was getting worse. I would get like that (have a seizure) 

2 or 3 times in one day. When we went back to Iran I told the doctor, he said ‘you’re lying, I 

prescribed you tablets you have to take it properly’, I said ‘why would I lie about my own 

illness?’ we bought the tablets but I still haven’t taken it. This year I have had it twice, 

twice, thank God I haven’t had it since. 

Interviewer: You don’t take tablets? 

Participant: I don’t even take tablets. 

Interviewer:  How did you feel when they first told you you had epilepsy? 

Participant: I was really upset at the beginning. 

Interviewer: Why mostly? 

Participant: You feel inadequate when you get like that. 

Interviewer: Compared to those your age? 

Participant: Compared to other people, compared to that you’re ill and you look around 

you, they worry, get upset and you are mentally uneasy. 

Interviewer: Did you have any information on epilepsy before you got like that? 

Participant: My mum had it, my mum had it, and they were talking about my dad had it but 

my grandmother, I think she passed away in ’99, I remember my dad had a seizure in her 

funeral, my mum, up until last year still had seizures, but I haven’t seen  my dad have a 

seizure since ’99. 

Interviewer: When they told you you had epilepsy, how did your family and friends help 

you? 

Participant: They helped me a lot, they would tell me not to worry there’s no need, 

everyone gets ill, you have to be grateful to God, there’s no need, you’ll get better, bit by 

bit, it was only a year, now I just joke about it. It’s like it’s not even there, I don’t even think 

about it. 

Interviewer: Do you think there’s anything that causes you to have a seizure? 

Participant: Up until now I haven’t noticed anything but once I felt when I get really hot I 

get like that, a lot. 

Interviewer: When it’s really hot? 

Participant: A lot, I think. 

Interviewer: How do you feel after a seizure? 
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Participant: After a seizure, after a seizure my body gets stiff, my body aches, but its only 

10 to 15 minutes, because I don’t worry about it I get up straight away. 

Interviewer: What about those around you, how do they feel when they see you have a 

seizure? 

Participant: It upsets them, it upsets them a lot, but what can we do, there’s nothing we 

can do. 

Interviewer: What do those around you do when you have a seizure? How do they help 

you? 

Participant: During a seizure, because I’m not aware, I don’t know how I’m helped but 

when I get up they all gather around me, ‘get up, it’s nothing, you’ll get better’, they make 

me feel better. 

Interviewer: Do you like it, when people around you talking to you? 

Participant: I like it, yes, you’re comfortable 

Interviewer: When they told you you had epilepsy and had to take medication, how did 

you accept this illness? What helped you accept it? 

Participant: First of all, if you don’t accept it, what are you going to do? Secondly, because 

your mum and dad tell you to take tablets, they feel better otherwise I never want to take 

one pill, I don’t like it, but because of your mum and dad you have to say I’ll take it and 

maybe they’ll feel better. 

Interviewer: Do you think you’ve accepted it and got used to it? 

Participant: Believe me I don’t even think about it. 

Interviewer: Can you tell those around you you have epilepsy? Friends 

Participant: Its fine, but if I know it upsets them I would never tell them and I would never 

repeat it. 

Interviewer: Get upset because of you? 

Participant: Of course it upsets him because of me. 

Interviewer: Do you think your life has changed because of epilepsy? 

Participant: No, I don’t feel anything. 

Interviewer: Has it affected your outlook on your life? 

Participant: You mean think like it ruins my life and things like that? 

Interviewer: Yes 
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Participant: No, because I’m saying I don’t think about it, nothing, whether it’s here or not. 

Interviewer: Do you think people would look at you differently if they know you have 

epilepsy or if they see you have a seizure? 

Participant: No, they just try and make me feel better if I talk about it, and if I don’t talk 

about it they won’t talk about it. 

Interviewer: Do you think there’s anything you can’t do because of epilepsy, fearful of 

something or driving? 

Participant: Before I get it, I think about it, I go and get busy with something else so I don’t 

think about it and if I don’t think about it I go and go where I like. 

Interviewer: How is epilepsy looked at in the Kurdish culture? 

Participant: If I say it’s looked at as a big thing it’s no lie, and if I say something small it’s 

not true. 

Interviewer: How? 

Participant: When you talk about epilepsy, they think it’s strange, they think it’s strange, 

they say ‘he seizure, this is like that, and he gets like that’, I don’t know how to talk about 

it, but I’m sure they think it strange it when you talk about epilepsy. 

Interviewer: Why strange? 

Participant: Epilepsy, I don’t know, you’re not aware, I punch, I kick, and they think it’s 

strange, do you understand? And it’s something that there’s not a lot of in Kurds, but what 

can we say? 

Interviewer: What’s the most difficult aspect of having epilepsy? The most difficult effect it 

has on your life 

Participant: It doesn’t  

Interviewer: It doesn’t? Do you think it will in the future? 

Participant: I don’t think so, I haven’t got to that kind of thinking of it having an effect. 

Interviewer: What about those who have just found out they have epilepsy, what advice 

would you give them? 

Participant: I would say never think about it, never, there’s no need to think about it, 

because the year I was thinking about it, in a day would have it 3 times, 4 times, but when I 

gradually made myself comfortable and said I’m not going to think about it, I won’t take 

tablets, I gradually got better. Since not thinking about it, I’ve had it twice since last year. 

Interviewer: What change would you advice so they don’t think about it, so they can 

accept it and live with it, and make their life easier? 
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Participant: It has to be accepted, it has to be accepted, what are we going to do if we 

don’t accept it? 

Interviewer: What helps you accept it, understanding the illness …? 

Participant: You have to be dominant over the illness not the illness over you and keep 

getting it and getting it. It’s better to be dominant over it then to get it more and it 

becoming dominant on you. 

Interviewer: Do you have anything else you want to talk about it, or important for this 

topic? 

Participant: Just that, I say don’t think about it, there’s no need because it’s not in our 

power, the more you’re dominant over it is good, and as much as you can I say don’t take 

tablets. I don’t believe it, I don’t know. 

Interviewer: Nothing? 

Participant: Nothing 

Interviewer: So you’re more dominant over your illness? 

Participant: Thank God, I’m dominant, I won’t let it come near me at all. 

Interviewer: Thank you very much 

Participant: No problem, if you need anything else, I’m prepared to help. 

Interviewer: Thank you. 

 

End of interview 
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Chapter 14: Qualitative Study (1) Participant Characteristics 

14.1. Kurdistan Participants 

14.1.1. Participant 1  

The first participant to be interviewed in Kurdistan, Northern Iraq, was a 24 year old 

female. She had a temporary position while waiting for a permanent job offer as 

organised for graduates from the local government. She had been recently wed to her 

husband. She had been diagnosed with epilepsy since the age of 16. This participant 

was particularly interesting as it can be understood from the information below, she 

had a very strong connection to epilepsy and its effects on her family. Her eldest 

brother had epilepsy but refused to admit it, and one of her other brothers had such 

severe epilepsy, which was uncontrolled that he had committed suicide soon after 

graduating from university only a few years earlier. I came across this information 

after the interview when her family wanted to know more about what I was doing 

with my research, however, this participant was not particularly worried about 

having epilepsy herself and wanted to ensure that she could control her seizures so 

she could have children safely one day. This participant had been prescribed 

medication but seeking a medication that didn’t harm her baby during pregnancy. 

Her husband was very understanding of her epilepsy, he took time out to talk to me 

after her interview, this is very unusual as the culture is very restrictive on how it 

views epilepsy, as it can be seen from the data transcripts. For an unwed person to 

find a marriage partner when it is known they have epilepsy is extremely difficult. 

This interview was carried out in the participant’s mother’s house. 

14.1.2. Participant 2 

The second participant was a 30 year old young man, he had been suffering with 

epilepsy since the age of 11. He was a teacher and led a normal life. He had very 

severe seizures which were not controlled. He had only had a seizure a few hours 

earlier from our interview but was happy to talk to me and be very open about his 

experiences. He felt he wasn’t able to start a relationship/marriage because of his 

condition and the judgements made by people. He felt very strongly about this and 

mentioned it a few times. He could understand the severity of his condition and felt 

quite helpless towards it. I have to admit that I was particularly aware of the 
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situation, any stress could have triggered his seizures and felt I was extra sensitive 

during questioning by allowing him to talk freely on the topics important to him, 

such as marriage and still managed to ask my own questions to ensure the 

consistency of the data. This interview was carried out in the participant’s home. 

14.1.3. Participant 3 

This participant was a 36 year old man, who was a porter in an import/export 

warehouse. During the interview he kept insisting that he did not have seizures 

anymore but was still on medication, however, after the interview his wife sent me a 

message to say that he continually has seizures but refuses to acknowledge them. 

This interview was particularly tricky as the participant, although signed the consent 

form and was happy to take part, did not seem to want to give too much detail 

regarding his condition and kept insisting that he was fine. This interview took place 

in the participant’s place of work in the office. 

14.1.4. Participant 4 

This participant was a 43 year old married woman, with three children. She had been 

diagnosed with epilepsy for about 12 years, soon after getting married. She was very 

open minded about her condition but quite tired with her seizures as they made her 

very vulnerable and had to take a leave of absence from her office job for a year until 

her condition becomes stabilised. This interview took place in a room in the hospital 

where the EEG takes place. 

14.1.5. Participant 5 

This participant was a 21 year old male student. He had been diagnosed with 

epilepsy first at the age of 6, the condition then improved and returned at the age of 

12. This participant was very adamant that he didn’t want people to know and kept it 

from all his friends but one. This interview was carried out in the hospital in a 

secluded place in the garden. 

14.1.6. Participant 6 

This participant was a 38 year old married woman, who was a housewife and had 6 

daughters. This interview took place in the hospital room, where the EEG is carried 
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out. Epilepsy was an issue for this lady as she felt that people around her were 

mocking her as she had epilepsy and didn’t have a son, which seemed to have 

become an issue for her. She was quite desperate for a cure. Not only to have fewer 

seizures and have fewer severe symptoms of epilepsy but also to try and get pregnant 

hoping for a baby boy to avert rumours of his husband wanting to remarry. 

14.1.7. Participant 7 

Participant number 7 was a married 25 year old woman who had 2 children, one of 

whom was only a few weeks old. This interview took place in the home of her in-

laws where she had come as her husband was at work and she was not to be alone in 

case she experienced a seizure. She had started to have seizures only weeks into her 

marriage. Epilepsy seemed to have affected her quite badly, throughout the 

interview, she was quite teary, she had left education when her seizures became 

frequent, and wasn’t confident enough to travel on her own or be on her own at 

home with the children in case she has a sudden seizure. This lady seemed very 

fragile and epilepsy had taken over her life but didn’t believe in taking medication as 

she didn’t think they would help her. 

14.1.8. Participant 8 

This interview was carried out in the participant’s home, she was a 44 year old 

woman who had 3 children and was a housewife. She had been diagnosed for over 

25 years. This lady was confident in herself, but was more worried of the effects of 

her seizures on her children. She told me she had been seizure free for a while, 

although she didn’t specify how long. A few months after the interview, I was made 

aware through a friend of her family that her seizures had returned quite severely, 

although I am unsure of the circumstances. This lady was open about her condition 

and wouldn’t hesitate to tell others of her condition. 

14.1.9. Participant 9 

Was a 42 year old man, he was a security guard for an office.  The interview took 

place in the home of the participant. This participant was comfortable to talk about 

epilepsy and its effects, and he explained to me he had been diagnosed 3-4 years.  
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14.1.10. Participant 10 

This last participant was an 18 year old young man who was a student, the interview 

took place at his home. He had been diagnosed less than 3 years. During the 

interview I felt that he wanted to convey that he didn’t really care about his condition 

but he seemed to protest quite a lot that he did not give epilepsy any thought and 

wasn’t very forthcoming about the effects of his condition.  

14.2. UK Participants  

14.2.1. Participant 1 

The first UK interview was carried out in the home of the participant, she was a 27 

year old lady, and she had 2 children, the youngest two months old. She was 

cohabiting with her partner. She had been diagnosed with epilepsy for about 10 years 

and didn’t feel that it had affected her life much. She was quite knowledgeable about 

her condition and felt comfortable to speak freely. She was on medication and was 

aware of steps she needed to ensure her well being and reducing her chances of 

having seizures. This participant seemed comfortable during the recorded session 

and continued drinking her tea while talking about epilepsy and its effects on her 

life. 

14.2.2. Participant 2 

The second participant was a 48 year old lady who had 3 children, she was married 

and had been diagnosed with epilepsy for 18 months. The interview took place at 

one of her friend’s house. This lady been had been signed off work for 6 months for 

investigation into her condition. This lady was knowledgeable about her condition 

through working with an epilepsy organisation. She volunteered with the charity to 

help others and accepted her diagnosis but felt others in here family were quite 

worried about her and she was more worried for them. 

14.2.3. Participant 3 

This interview took place in the participant’s home. She was a lady of 70 years of 

age, she was divorced and living on her own. She had been diagnosed with epilepsy 
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for 63 years. She had made it her job to be very knowledgeable about her condition 

and was an active volunteer with a charity to help people with epilepsy.  

14.2.4. Participant 4 

This interview took place at an epilepsy conference, in an outdoor area on the 

terrace. The participant was a 41 year old man, who was originally from Belfast in 

Ireland, he was married 14 years and with no children. He was an accredited 

volunteer with the epilepsy organisation and seemed comfortable in himself. He had 

epilepsy since the age of 13, although he was seizure free for some years before its 

return in his 20s. 

14.2.5. Participant 5 

This participant was a 44 year old single lady who was originally from Finland and 

had been a UK resident for over 15 years. She had been diagnosed with epilepsy for 

35 years, although her seizure type had changed from absent seizures to more severe 

seizures where she loses consciousness. She was currently volunteering and had also 

taken part in the Olympics as a volunteer. This lady seemed to have accepted her 

condition but was very disappointed in herself for not being in paid employment and 

seemed generally down on herself during the interview 

14.2.6. Participant 6 

This participant was a 58 year old lady whom I met at the epilepsy conference, she 

described herself as medically retarded, which she didn’t explain further. She had 

cerebral palsy and had epilepsy diagnosis for 26 years. On the outset I felt that the 

interview may not be of much use to me and not be relevant, however, I was proved 

wrong quite quickly, she seemed in tune with her condition and was very 

independent. During the interview this participant coughed quite violently and I 

briefly left the table to get her a glass of water and the interview continued. 

14.2.7. Participant 7 

This participant was a young man who was 26 years old and had been diagnosed 

with epilepsy for 10 years. He was working in IT but was very conscious that he 

wouldn’t tell his work managers about his epilepsy in fear of losing his job. He 
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seemed to understand the condition but was quite fearful of the stigma attached to 

epilepsy. He felt that companies didn’t differentiate between the types of seizures 

and were cautious with anyone with the condition. He wasn’t very forthcoming with 

his experiences of epilepsy. 

14.2.8. Participant 8 

This participant was a 46 year old single female and she had been diagnosed with 

epilepsy for 7 years, she was originally from Iraq but had been a UK resident for 

over 20 years. This participant was in full time employment as a PA. This lady was 

very detailed in her description of her experiences and was a joy to speak with and 

was at peace with her diagnosis but felt pressure from her family to keep her 

condition secret as they were from a different cultural background. This was her first 

epilepsy awareness conference and she was very relieved that she could meet other 

people that she could relate to and was also very eager to speak to me and 

approached the stand, where I was based in the event, several times to express her 

interest to speak to me, as the organisers had let attendees know of my research 

interests. 

14.2.9. Participant 9 

This participant was a 21 year old young lady. She looked very young for her age so 

when she expressed interest to take part in this study I found myself asking for her 

age before going to the interview area. Her epilepsy diagnosis had been from birth, 

she had experienced quite a lot of bullying when growing up and seemed quite 

sheltered and stayed by her mum’s side at all times except for the period of this 

interview. At the end of the interview she did ask me if there was a cure but as I am 

not an expert in the field or medically trained I informed her that she would need to 

speak to her specialist about that, I felt that her participation was mainly of hope of 

information for a cure. 

14.2.10. Participant 10 

This participant was a 66 year old man, who had been diagnosed with epilepsy for 

over 50 years, he was a civil servant, married and had two children. This gentleman 

was very knowledgeable about his condition but felt that epilepsy had not held him 
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back and was very eager to share all his experiences about epilepsy, even when not 

asked, for example, employment difficulties for people with epilepsy. He had a 

managerial position with the epilepsy charity and seemed like a very positive person 

generally. 
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Chapter 15: Interview: Dr. Jamal Omar 

Doctor, thank you for agreeing to talk to me. Please state your name just for the 

record. 

Yes I am Dr Jamal Omar, err Psychiatrist, Specialist Psychiatrist, the Head of 

Psychiatrists in Sulaymaniyah and I’m working for more than 35 years as a 

Neuropsychiatrist because in the past there was no neurologist, no neurosurgeon so I 

have a long experience with those patients with convulsion. Even the psychological 

or we call it convulsion disorder also they come in like that, err epileptic fit 

sometime, although it is different clinically. The problem of the I think most of the 

people have one seizure in their life, possibly 2 seizure or sometime they are no 

noticed by other people or even by himself or even his relative, possibility of it occur 

whilst sleeping, 3 o’clock, 4 o’clock or midnight, or after midnight. Err the problem 

of the convulsion or the err all the type of the seizure or all the type of the 

convulsion; it will affect the psychology of the patient. Although minority, very 

minority of them they will not control so really they become disable, they cannot 

work they cannot even take care of himself because most of the drugs we are using, I 

meant anti convulsive they are resistant to him, err the other problem of this type of 

disease err is that associating with psychosis, so psychosis is associated with 

epilepsy, and that type it can be more complicated err other which is also I mention 

sometime the epilepsy is associated with convulsion, this mean affects the 

psychology o I saw him, sometimes we see one fit during years but we see many, 

many, many episode of conversion during months so this mean that this patient feel, 

especially in the young female, like she is not like other people, or possible she had 

bad future or she is very pessimistic about her future, overall the main problem here 

is that we have no, a good system to deal with these people. 

What sort of system do you mean? 

I mean a system that, or a policy, so some of that physician or call him neurologist 

they will possible from begin of the simple fit begin with a new generation of anti-

convulsive, the problem of the new generation of anti-convulsive is that it’s not 

always available and secondly it’s expensive especially for those who have a low 
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income that they cannot, although the government or the health system, government 

health system or health service will provide them with the drugs but not always the 

genuine or the mother company. So this is err, and also as I told you we have no this 

protocol, it is not system I mean protocol, this protocol if it is applied he cannot 

apply it, why because we have the service here we have a private service and also we 

have the err government service, I mean sometime we mix it between these two, 

there is no separation between them, so this is a big problem which is we are facing 

in Iraq as a whole not only in Kurdistan. Although many times they are trying, 

they’re improving the health system, but still because it is related to the political 

situation related to the mentality of the people, related to the administration etcetera. 

You mentioned that it’s difficult especially for you women to deal with the 

psychological symptoms, why do you think that is, and what sort of psychological 

symptoms do they experience?  

You know err although it’s not a critical disease but it will sort of a tragedy that 

someone see a girl, a young girl with a fit, that time the patient injure himself or 

sometime wet himself or a sort of a tragedy that all the surrounding affect her you 

feel sympathy for her, so in this sort of sympathy, this sort of fit affect the psyche of 

them that it feels the inferiority complex. It will, most of them, it will have. 

Will it affect them any other way in their life? 

Yeah 

How so? 

Yes there are, if it continuous if it is not controlled and also the surrounding of the 

people with him all the family are always consider him as not like a normal person 

and also you must take care of him, if he, she have a fit outside on the street and it is 

possible it is like sort of like, I’m not say it like a shame it is sort of psychological 

reaction for the err family so they will try to keep them at home. 

All the time? 
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Yes most of the time, even in, even most of them also left school because they will 

have  a fit in front of the other students, in front of other pupils so err they feel pity 

or they feel something that he is abnormal or she is disabled, this is what we see. 

Before we started recording you mentioned stigma, how do you think that is related 

to culture? 

You know, you know all of the psychology all of the mental disorder, I’m sure even 

in the West country there is always stigma, definitely there is stigma, although we 

are struggling to decrease, struggling against stigma but still is there, stigma. Here is 

more, because here the people are the life is not individual, their life is social, the 

people are interfering with each other, not like, this is the two style between the East 

and between the West, the people id always monitoring. 

Right, so how would you describe a normal family life in this culture? 

What you mean by it? 

Is it more obligatory because of family life and neighbours? 

Yes and also this other problem, I forgot to mention this, the problem of marriage 

and epilepsy. 

Yes please say. 

So many people is coming as I told you is family you know the err the marriage here 

is different to marriage, even the marriage here is like family planning, arrangement 

by the family, so that’s mean mixing between two family not relation between two 

persons, between two possible big families, they will come if they tell the one who 

come to for engagement or for other, they say it shall we just tell him that she’s ill or 

not? 

What is your advice? 

That’s the problem, that’s the problem but my advice is to tell them the truth but here 

when they tell them the truth so the man withdraw, withdraw soon, because say I 

will not become a victim and also I spend all my life with this but we tell him that 

this 85% you will be cured, 85% and 50% will be remain and also accordingly we 
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have according to the case, you know it, this is not a general tell. So it’s a bit 

complicated and also they ask us so if they are married and they become pregnant 

shall we take also the pills? I say this anti convulsive also affect the baby, so we tell 

them, we tell him that the medicine will progress and there I a possibility of a 

discovery of a new also now, some of the new anti-convulsive will have less effect 

on the baby or the infant or the foetus. So whatever be the life of these people also is 

not an ordinary life, not living as normal circumstances. 

Would you say that applies to the male and female population? 

Of course the female as you know have no rights but for the male it’s not so difficult, 

it’s possible if he tries to marry someone possibility they may refuse otherwise 

ordinary there is no refuse. 

So would you say with a person who has been diagnosed with epilepsy, this takes 

over their life completely? 

Yeah 

And affect everything? 

Definitely, schooling, affecting the job, affecting the relation, affecting everything, 

even the male, not only the female, even the male. When they found it’s sometime, 

sometime, there is a period that it will always, almost there is continuous fit, so at 

that time they restrict their patient and they don’t him to go outside or if they go 

outside they have to be accompanied by someone and the other thing is the other 

people in the culture the drugs is no good, if you are taking for a long time it is 

possible be used to this that (inaudible recording). So it is a bit complicated like, it is 

although we consider them as a neurological disorder, epilepsy, but at the same time 

it is strongly relations with psychiatry and psychology. 

What sort of psychiatric disorders will they develop as a result of epilepsy? 

As I told you conversion disorder, conversion, it’s very common among these, 

psychosis, it is a real psychosis, they become psychotic patient, isolation, abnormal 

behaviour, attacking the people etcetera. 
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Also in your 35 years of service have you seen any changes in the patients, in how 

you deal with them, culturally? 

Yes, you know err it is different the people is progress, it’s better. 

How so? 

Progress, their mentality is better and they are accepting the disease, it’s better than, 

but still, still they consider it a sort of stigma, and also the diagnosis is better 

although we are depending on the diagnosis on the witness of fit, if there is someone 

is with him it’s possible, because we do EEG and even EEG will find very, but 55% 

will have no change in the EEG so the witness or the clinical diagnosis for us is still 

there at the top, we do, in the past we have EEG but not have easy access so it was, 

possible (inaudible) capital of Iraq, now it is easy, we continuously monitor the 

patient. Also other like the CT scan or MRI was not available in the past but now it 

is available also because sometime the cause of epilepsy sometime we call secondary 

cause because there is a tumour, there is a cyst, there is what’s called the chronic 

(inaudible) infarction etcetra. So it is now easier for diagnosis, we tell the patient it is 

either idiopathy or secondary, in the past we has no access to this. 

Do you think it’s more difficult to accept because it’s been seen as a psychiatric 

disorder or a neurological, do you think it’s easier to accept if it’s one or the other? 

I think it’s not so different. In the you know most of the case come in the child 

period, they’re coming in infancy, child, they are going to the paediatrician and the 

paediatrician will diagnose and follow the case until the age of 12 or according to the 

wish of the family, possibly go with a child paediatric doctor until it become 

(inaudible). 

And do you think it matters how they’ve been …? 

We tell the patient the truth from the beginning, if there is proof this is a typical 

epilepsy or it whatever kind, partial epilepsy, whatever we tell them this is the 

disease coming and going, it is chronic and it is best to take the medication regularly 

for at least four years, at least, at least we tell him four years then after that we see if 

it needs more or if it possibly cease or stop by itself. 
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Is there anything else that’s important for me to know about the culture …? 

I think I talk too much. 

Thank you very much. 

 

End of interview 
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Chapter 16: Kurdish History 

It was during the battle of Chaldiran in 1514 that Kurdistan was first split between 

the Ottoman (Turkey) and Persian Empire (Iran) (Meho & Maglaughlin, 2001). The 

Ottoman Kurdistan was further divided by the British and French between Syria, 

Turkey and Iraq in 1920-1923 (Meho & Maglaughlin, 2001). Social and economic 

disregard for Kurds by central governments have forced Kurds to become 

nationalists thereby not embracing state oppression (Meho & Maglaughlin, 2001). It 

is estimated that there are 30 million Kurds and a third of that figure live outside of 

Kurdistan due to war, compulsory resettlements or economic instability (Meho & 

Maglaughlin, 2001). This number makes it the largest nation without an independent 

state (Gunter, 2004). Immigration, due to political or economic factors, has caused 

political and social awareness amongst the Kurds and furthermore strengthened 

ethnic belonging (Meho & Maglaughlin, 2001).  Most Kurds are Sunni Muslims, 

although there are some Shi’ite Muslims, Jewish, Christians and Yezidis as well 

(Meho & Maglaughlin, 2001).  

In 1974 Kurds went to war with the Iraqi central government over the forcing out of 

Kurdish families and replacing them with Arab civilians in oil rich regions such as 

Kirkuk, Khanaqin and Sinjar (van Bruinessen, 2007). As a result of this war, Iraqi 

government instigated the scorched earth policy where Kurdish guerrilla fighters 

(Peshmergas) were cut off from neighbouring countries to prevent them escaping or 

gaining access to necessary supplies (van Bruinessen, 2007). These areas were 

forbidden zones (van Bruinessen, 2007). The villages in these areas were burnt down 

and residents were resettled in camps (van Bruinessen, 2007). War continued 

throughout the 1980’s and it was in 1988 that Anfal took place, which was the killing 

of Iraqi Kurds on a mass scale (Black, 1993; Chaliand, 1993).  During Anfal, village 

civilians were abducted and their homes burned down, their livelihoods sabotaged to 

prevent residents from returning (van Bruinessen, 2007). The men and women were 

separated (van Bruinessen, 2007). The women deserted and the men were killed and 

buried in mass graves in southern Iraq (van Bruinessen, 2007). It was also in 1988 

that the Iraqi Kurds were chemically bombed by the central government killing 

thousands (Black, 1993; O’Leary, 2002). 
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Since the early 1990s, Kurdistan in northern Iraq has been functioning independently 

from Iraqi central government under Kurdistan Regional Government (KRG) 

(O’Leary, 2002). From the mid 1990’s, however, civil war broke out between the 

two main Kurdish parties in Iraqi Kurdistan (O’Leary, 2002; Gunter, 2004). The 

Kurdish Democratic Party (KDP) and Patriotic Union of Kurdistan (PUK) continued 

their war for a number of years (1994-1998) consequently leading the area to be split 

in power between the two forces (O’Leary, 2002). The two main parties (KDP & 

PUK) now have equal power in the running of Kurdistan (O’Leary, 2002). This area 

in the Middle-East was more settled politically and was beginning to join the 

platform with regards to developments and advancements in technology until recent 

events. Kurdistan was going through many social and political changes until recent 

events with Islamic State in Iraq and Syria (ISIS) terrorist group broke out in July 

2014. This has not only halted developments in the region but regressed to the point 

where even basic needs are not being met.  

There are many disadvantages of war and trauma. It is reported that symptoms of 

mental illness such as post-traumatic stress disorder, depression, anxiety and poor 

physical health are associated with children exposed to or affected by mass violence 

(Srinivasa Murthy, 2007) such as that in Kurdistan. A study of refugees of Iraqi 

Kurds in Sweden indicated that political instability has a great effect on people 

(Søndergaard, Ekblad, & Theorell, 2001). It is further reported that the existence of 

post-traumatic stress disorder was present among the participants in the study 

(Søndergaard, Ekblad, & Theorell, 2001). Additionally, research has indicated that 

females are more likely to meet post-traumatic stress disorder criteria than males 

(Tolin & Foa, 2006). However, a study carried out in Mosul in Iraq contradicts this 

finding and suggests that post-traumatic stress disorder is more prevalent in males 

than females (Al-Jawadi & Abdul-Rhman, 2007). It is further proposed that the 

prevalence of mental illness in children (aged 1-15) in war torn Mosul is more than 

37% of the sampled population (Al-Jawadi & Abdul-Rhman, 2007). 
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Chapter 17: History of Epilepsy 

Epilepsy as a neurological condition was not always so well understood, and history 

has shown that consequently those with this condition have experienced 

misunderstandings throughout the ages. The historical understanding of epilepsy 

differs greatly from modern times. According to Ancient Greek periods, epilepsy is a 

direct translation from the word ‘to seize’ (Jacoby, 1992). However, the earliest 

reference to epilepsy comes from the origins of Assyrians and Babylonians medical 

text books, which is in Akkadian language and was used in Mesopotamia (present 

day Iraq) around 2000BC (Eadie, 1995; Magiorkinis, Sidiropoulou, & Diamantis, 

2010). The Sakkiku, translated as ‘falling of sickness’ which is understood to be 

epilepsy (Eadie, 1995).  The text in Akkadian demonstrates a person during a seizure 

as the head turning to the left, hands and arms stiffening, eyes widening and frothing 

at the mouth (Tomkin, 1994). The description of an epileptic seizure was associated 

with being in a spiritual condition and under the influence of the moon God and was 

associated with sin, antasubbû (Temkin, 1994; Eadie, 1995; Magiorkinis et al., 

2010). This description indicates that there were misconceptions attached to this 

condition even in the early interpretations of epilepsy.  

The Babylonian period around 1067–1046 BC associated the seizures to evil 

possession and treatment was through spirituality (Masia & Devinsky, 2000). The 

details of epilepsy as a condition had more depth in that the explanation of what is 

now known as ‘aura’ was given as a heightened sense of smell, taste or 

hallucinations (Fales, 2009).  

As well as being associated with spiritual possession, the Greeks suggested that 

epilepsy was also a sign of being a genius and fittingly named it the ‘sacred disease’ 

(Jacoby, 1992; Masia & Devinsky, 2000). Hippocrates disagreed with this 

explanation and suggested that it was a disease that was originating from the brain 

and named it the ‘great disease’ (Eadie, 1995). Others have attempted to explain 

epilepsy throughout the ages, but it was Hippocrates theory that epilepsy was a 

disease which originated from the brain that stood the test of time and has not been 

fully disregarded. 
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The history of epilepsy goes back around 4000 years to the Babylonian era, 

considering the period in which epilepsy has been noted and known about in history, 

it has still not advanced to a level where it is sufficiently understood. Despite the 

arguments and suggestions from the medical professions the ordinary person still 

associates epilepsy with it being a spiritual disease (Eadie, 1995) and this has 

brought about many misunderstandings of the condition, especially in some areas of 

the developing countries (WHO, 2010). It may be this lack of knowledge about the 

symptoms that may have led to misconceptions surrounding epilepsy and 

consequently have an impact on those diagnosed with the condition. Historical 

understanding of epilepsy has been summarised as ignorance, superstition and 

stigma for 4000 years and knowledge, superstition and stigma for the past 100 years 

(Kale, 1997).    

 


