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To Michael




Introduction


A diagnosis of epilepsy can leave you and those around you reeling. Suddenly the boundaries of normality are changed, and everything you may previously have taken for granted is overturned, including health, identity, social expectations, relationships and career. How others perceive you, how you perceive yourself, whether you can now hope to achieve what you were aiming for – such fundamental concepts may be rocked to the core, and may leave you feeling very vulnerable.


The good news is that having epilepsy today is very different from having epilepsy in the past. Both medical treatment and the general public perception have changed dramatically over the past two or three decades. One area where this is especially relevant is drug treatment. In people with newly diagnosed epilepsy, up to 70 per cent become seizure-free on drugs, and there is now a broader range of drugs available for treatment. The last 15 years have seen the advent of several new drugs, and many more novel compounds are also due to reach the marketplace. Many of the new drugs appear to have fewer side effects than existing and older ones, and, while of course the long-term side effects remain to be assessed, this does offer the prospect of effective and tolerable therapy for many. Surgery, though currently used for a minority, also offers hope for those with more resistant epilepsy, especially with the arrival of new surgical techniques.


Another important area of new and growing awareness is that of women with epilepsy. There is now much more acceptance of the fact that being a woman with epilepsy differs fundamentally from being a man with epilepsy. This book looks in some detail at issues affecting women, which in the past were by and large simply ignored.


Much more information exists on managing epilepsy yourself, especially in terms of how you can adjust your lifestyle so as to minimize the risk of seizures. There are also many excellent resources for people with epilepsy, including the national self-help groups listed at the back of this book. These groups have a very special and important role to play, offering support and up-to-date information which can help bridge any gaps between you and the doctor, and, perhaps most importantly, help you feel that you are not alone. Today, the social isolation that epilepsy used to threaten can be a thing of the past.


Epilepsy does pose its own challenges, and this book aims to look at them in as constructive a way as possible. Much information about epilepsy exists, but is often lacking among many of those touched by the condition – in particular, not having information about your own type of epilepsy can be surprisingly common. There is still public ignorance about epilepsy, which sometimes has to be tackled vigorously for the person with epilepsy to be able to fulfil social activities and career prospects. Medical treatment may appear confusing and complex, and many people are daunted by the prospect of having to take drugs on a long-term basis.


But one perception of epilepsy that has changed is that of ‘epilepsy for life’. Many doctors used to believe that, once diagnosed, epilepsy was permanent. But newer work suggests that many people only have epilepsy for a limited period of their lives. An important UK study showed that in people who have been seizure-free for two or more years, at least 40 per cent were able successfully to stop therapy. In this study, people withdrew from drugs over at least a six-month period. (Withdrawal from anti-epileptic drugs should always be done slowly and under medical supervision to avoid withdrawal seizures.)


Obviously, the prognosis varies from individual to individual, but acceptance of your epilepsy does need to be balanced with hope. In practice, this may mean taking more responsibility for your condition, perhaps exploring lifestyle factors that seem to have an impact on your epilepsy, and this book contains practical information on strategies you might like to try, including diet and complementary therapies (which must indeed be complementary and not replace your current treatment – never give up your medication because you’re trying an alternative remedy). It may also mean having your epilepsy re-evaluated by a neurologist who is a specialist in epilepsy – which can be another potential challenge. Again, this book suggests ways to get the most from your medical treatment, and how to create a true partnership with your medical carers.


Finally, perhaps one of epilepsy’s greatest challenges is the boundaries it seems to impose. Again, this book aims to show that many boundaries are self-imposed or are due to overprotection from others – not caused by epilepsy. Research seems to agree that, in general, the more you know about epilepsy, the less likely you are to be intimidated by it. Learning about it can be vital to giving you a sense of control and freedom in life, and it is hoped that this book will go some way to helping you achieve this.
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1

Understanding epilepsy

The most common brain disorder in the world is the most misunderstood and neglected. Epilepsy is far more widespread than is generally realized, affecting 40 to 50 million people worldwide – around 1 in 200 of us. We probably all know someone with epilepsy, even though we may not be aware that they have the condition. Yet myth and misunderstanding abound, sometimes even among the medical profession – even the best neurologists do not always understand epilepsy! Epilepsy can strike anyone at any time, but it is not an illness. It affects the brain, but it is not a mental or psychiatric disorder. It may sometimes be passed on from generation to generation, but it is not contagious. It is not usually curable, but in up to 70 per cent of cases it can be controlled effectively by drugs.

So what is epilepsy? Broadly, epilepsy means no more than a tendency to have seizures. This liability to seizures may be caused by many underlying brain dysfunctions. Epilepsy is a group of disorders, not a single condition. It covers a multitude of conditions to do with brain malfunction – in fact, asking what is epilepsy is rather like asking what is weather, when every day is different. It affects each person differently, with a wide range of symptoms and varying degrees of severity. Epilepsy is best understood on an individual basis.

This is all the more so as epilepsy is a condition which affects not just many aspects of health, but also lifestyle issues such as relationships, education, careers and hobbies. In children and teenagers, for example, proper treatment of epilepsy is essential to allow them to fulfil their educational potential, learn how to form relationships, create confidence and generally live life to the full.

For women, epilepsy has very particular implications in terms of the menstrual cycle, contraception, fertility, pregnancy and the menopause. Until recently, the treatment of women with epilepsy tended to be the same as the treatment of men with epilepsy.

In practice, this meant that women were treated as if they were men, and their specific medical needs tended to be ignored or overlooked. However, there is now increasing recognition of the fact that having epilepsy is not the same for a woman as for a man, and treatment reflects this more, one of the most important areas being pre-conception counselling.

In older people, epilepsy has added relevance in that it may be a symptom of an underlying condition such as stroke. Early treatment may also help prevent physical damage from seizures, which may pose an additional danger to older people, whose bones tend to be more brittle. Seizure control is also vital in terms of giving confidence to older people, who may risk isolation through fear of having a seizure or not being able to drive. This applies potentially to all with epilepsy but may have special relevance for older people.

For people with the condition, epilepsy tends to be understood best in terms of its immediate impact. This may vary but potentially includes poor health, vulnerability, the constant dread of seizures, having to take daily medication, perhaps not being able to drive, being uncertain about a career, lacking confidence in relationships. This sounds a daunting list. But it must be emphasized that it by no means applies to everyone with epilepsy. Self-imposed limitations (along with overprotection from others) may do more to affect a person’s experience of epilepsy than almost any other factors. This means that how the individual approaches his or her epilepsy can be key in both understanding and managing it, and it is hoped that this book will provide some tools with which to tackle these aims in a positive and effective way.

What happens in epilepsy

Epilepsy is when the brain, which works by electricity, produces sudden bursts of electrical energy, or ‘storms’, which disrupt its normal workings. Epilepsy is usually viewed as a symptom of underlying neurological damage or disorder, not a disease in its own right, although in some cases the cause can be an illness with a genetic component. The brain itself is a highly complex and sensitive organ which controls and regulates all our movements and sensations, as well as unconscious body functions such as heartbeat and breathing. It is the seat of memory, thoughts and emotions, and its smooth working, which most of us take for granted, is absolutely fundamental to our sense of our own identity, or ‘I am’. When all this is thrown into chaos, as it is when a seizure strikes, small wonder that a person may feel totally disorientated, as all the mechanics and signals normally used to recognize the world are obliterated.

Normally, the brain works by a constant exchange of electric signals between its different components – an ongoing ‘chatter’ between the millions of neurons or brain cells. This ‘chatter’ is in the form of neurotransmitters, chemicals which send or stop messages. The right balance between different types of neurotransmitters is normally what keeps the whole ‘conversation’ going. But sometimes the balance is disrupted by a sudden abnormal electrical discharge or ‘storm’ from a group of cells, and the result is a seizure. Depending on which part of the brain is affected, and how, the person may experience changes in bodily function and consciousness, sometimes severe, sometimes more mild.

About the brain

There are three parts of the brain – the cerebrum, the cerebellum and the brainstem, with the cerebrum being more likely to be affected by seizure activity.


	
The cerebrum is the main mass of the brain and so is the major part governing how we behave and think. It contains the two hemispheres, joined together at the base by the thick, multi-fibred corpus callosum. Each hemisphere is divided into four lobes which govern particular functions. The frontal lobes control voluntary movements, and some aspects of personality and emotions. The parietal lobes are involved in body sensations such as feeling and touch as well as in fine manual skills such as writing. The temporal lobes have to do with memory, understanding, speech, emotions, sexual feelings, taste and smell. The occipital lobes are responsible for sight – both what is seen, and how sights are interpreted. Some forms of epilepsy, where focal seizures are involved (see Chapter 2 for a description of seizure types), may start from any one of these lobes, so bringing about disturbances in sensation.

	
The cerebellum, just beneath the two hemispheres, has to do with the control of movements. Its main function is to co-ordinate the many muscular actions needed to make any movement from lifting a fork to doing the high jump. It is also concerned with balance. The cerebellum operates at an unconscious level and processes a great deal of information from several different sources, such as the eyes, the ears, all the muscles, and different parts of the cerebrum. Disturbance of the cerebellum causes ataxia, or a loss of co-ordination which can involve clumsiness, staggering or severe tremor.

	
The brainstem is the oldest part of the brain and connects the cerebrum and cerebellum with the spinal cord. It controls basic functions such as breathing and heartbeat and also co-ordinates other activities such as eye and tongue movements. Damage to this part of the brain is always serious.



Why epilepsy develops

It is natural to ask ‘Why?’ when epilepsy strikes. There is a need to make sense of a condition which has descended without apparent rhyme or reason, and so most people will search for cause and effect when it comes to their epilepsy. We also tend to expect that modern medicine has an answer for everything. But it is not always possible to find a convincing cause – in fact, a known cause for epilepsy can be discovered only in 25–30 per cent of cases, and even then it may often be more accurate to call it a precipitating factor. For example, not everyone who receives a blow to the head will suffer epilepsy as a result. But a severe blow to an individual who has a predetermined susceptibility to epilepsy may result in epilepsy. Or the development of epilepsy may in fact be coincidental; but, because the person has had a blow to the head a few weeks before, he or she will automatically assume that this blow is the cause. This need to find a cause which makes it all more understandable can sometimes lead to disagreement between patient and doctor.

Daphne was convinced that her epilepsy began after a course of antibiotics, but every doctor she met told her it was just coincidence. So who was right? Do you trust the intuition of Daphne or the experience of the doctors? In the end, Daphne saw a different neurologist when she moved, who told her that seizures could in fact result from high doses of penicillin, though normally they should stop once the offending drug had been withdrawn. In this case, her neurologist concluded that the penicillin might well have been the causative factor in precipitating epilepsy, but that she must have a naturally low seizure threshold.

‘Seizure threshold’, sometimes known as ‘convulsive threshold’, is the brain’s individual level of sensitivity to seizures, and is a major factor in the development of epilepsy. Seizure threshold is genetically determined. However, everyone is capable of having an epileptic seizure in certain conditions, for example in a high fever or after heavy prolonged drinking of alcohol. But some people’s seizure threshold is lower than others’, in which case those people may be more predisposed to having seizures.

People with epilepsy have a lower than normal seizure threshold, so making the brain cells more likely to ‘fire’ at a lower level of stimulus. Various factors affect seizure threshold, including age – the younger the person, the lower the threshold may be, making a seizure more likely, which may help explain why epilepsy starting in childhood is often outgrown as the brain matures. Other factors include brain scarring and genetic inheritance.

Genetic causes of epilepsy is an area of growing importance. Various genes have been identified as being linked with certain forms of epilepsy: benign neonatal familial convulsions, which affect newborns but disappear by three months, and progressive myoclonus epilepsy, both rare forms of epilepsy. Juvenile myoclonic epilepsy (JME) is also known to have a genetic base, as is primary generalized epilepsy. These disorders are now felt to be ‘channelopathies’ where there are minor abnormalities in ionic channels altering seizure threshold. Some brain disease may also be inherited, such as tuberous sclerosis. On the whole, though, people are more likely to inherit a genetic predisposition to epilepsy than epilepsy itself. Having epilepsy in the family means there is a slight chance it might be passed on, but it is by no means certain. For example, of two identical twins, one might have epilepsy and the other not.

Research is constantly adding to understanding of the mechanics of epilepsy, and it is now believed that very subtle malformations in brain development in the baby before birth are often the underlying cause of epilepsy. One such cause is neuronal migration, when pockets of brain cells which should go to one destination end up in another, so that they are in the wrong location or with wrong connections. These days MRI and other scanning techniques are very good at picking up neuronal migration abnormalities, and there is now an extensive classification system to identify the different types.

In a few cases, it’s also thought that what happens in pregnancy may affect the baby, including the mother having viral or bacter­ial infections during pregnancy, drinking too much, or using illegal drugs. However, this is where the need to find a cause can play havoc with the emotions – for example, many women automat­ically blame themselves for their child’s epilepsy, or spend their pregnancy worrying needlessly about some minor incident (such as a few alcoholic drinks in early pregnancy) which they fear will have damaged the baby. It must be emphasized that in most cases, the foetus is very hardy, and unlikely to be damaged by the mother’s behaviour.

What about known causes? Depending on what kind of seizure threshold you may have inherited, some environmental trigger or damage is often needed for seizures to start. This kind of damage varies according to age and circumstances. One of the most common causes of epilepsy in adults is head trauma owing to accidents such as car accidents or falls. Not every random blow will result in epilepsy – it has to be severe enough to cause scarring of the brain tissue. Stroke, which interrupts blood flow to the brain, is the most common cause of epilepsy in older people. Other causes include brain tumour, over-exposure to toxins such as lead or aluminium, alcohol poisoning or repeated heavy drinking; or ‘recreational’ drugs such as Ecstasy or cocaine. It is very unlikely that emotional trauma, such as rape, may trigger epilepsy but it can precipitate seizures in someone with epilepsy. (This kind of shock may also trigger a different kind of seizure which is psychological in nature, not epileptic – see Chapter 3, which looks at epileptic and non-epileptic seizures.) In babies and young children, common causes include birth trauma involving lack of oxygen (anoxia), congenital central nervous system malformations, and abnormal­ities in the metabolism – blood chemical abnormalities such as low calcium, magnesium or glucose, which may alter the balance of the blood or its chemical structure. Seizures may also result from infections which may damage the nerve cells in the brain, such as meningitis, viral encephalitis and less frequently mumps, measles, diphtheria and others. Recent studies suggest that about 10 per cent of epilepsies are secondary to immunological problems where the body produces antibodies that attack nerves.

Such events may leave a scar or lesion on the brain which becomes an ‘epileptic focus’ – an identifiable point from which seizures may start. When doctors can identify the underlying disorder, the condition is referred to as structural-metabolic epilepsy, as opposed to genetic epilepsy, or epilepsy of unknown cause. Some causes are transient, for example, a high fever or head trauma, and the resulting seizures are sometimes called ‘provoked seizures’. This means that when what causes the seizure goes, you will get better.

Generally, it may often be better not to be able to find a cause. Seizures of unknown cause – more than 70 per cent of all seizures – are most likely to remit (stop spontaneously) and most likely to be easily controlled by one drug; and the causes which can be found are often worse than the ones which can’t, as they may indicate a neurological problem such as stroke, infection, tumour or blood vessel problem.

Links with other conditions

Because epilepsy is sometimes related to underlying brain damage or disorder, it may on occasions accompany other problems also caused by brain malfunction, such as learning disability. About 25 per cent of people with a learning disability have epilepsy, and, in those with a severe learning disability, the number of those with epilepsy rises to 50 per cent. Generally, epilepsy is far more common, and frequently more difficult to control, in people who have other conditions which affect the brain, such as cerebral palsy and cerebrovascular disease (stroke) – though these conditions co-exist, and do not actually cause each other. But anyone can develop epilepsy, whatever their level of intelligence.

Epilepsy is sometimes linked to other conditions, too. For example, there is a higher incidence of epilepsy in children with autism, especially around adolescence, and some researchers believe that autism is due to an abnormality in the brain itself, or a disturbance in the body chemistry which affects the brain. Recently, researchers have focused on the brain structure of people with autism. Using modern brain-scanning techniques, researchers have found that there may be a structural difference in the cerebellum, though findings are not specific enough for scans to diagnose autism. However, neurological damage is now believed to be the cause of autism, just as with epilepsy.

Another link is with migraine – in fact, neurologist Oliver Sacks describes migraine as ‘epilepsy in slow motion’, as there are some similarities in brainwave patterns. A number of older studies have found that migraine sufferers had a higher prevalence of epilepsy, though these studies have been criticized as flawed. Like epilepsy, migraine may start with an aura or warning such as visual disturb­ance, although in migraine consciousness is hardly ever lost, as it often is in an epileptic seizure. There has also been speculation that there may be a common genetic component for epilepsy and migraine. However, a recent American study of nearly 2,000 people found that the risk of epilepsy in relatives was not associated with a history of migraine – with the exception of the sons of female migraineurs, people do not share a genetic susceptibility to both migraine and epilepsy, so leaving unclear the links between migraine and epilepsy. All this said, it is by no means uncommon for people with epilepsy to experience migraine and/or severe headaches, either as part of a seizure or on its own.

Who has epilepsy?

Although epilepsy can start at any point during a person’s life, most epilepsy is diagnosed in childhood, and most of all in the first year of life – around 140 out of every 100,000 babies under the age of one are diagnosed with epilepsy per year. This drops to 40 adults per 100,000. However, recent reports have shown that epilepsy is increasing in older people, who account for a quarter of all new diagnoses, according to a survey by the Epilepsy Society. The condition is twice as common in older people as it is in the population as a whole.

It may be even more common than is documented, because some of it probably goes unrecognized. Diagnosing epilepsy in the elderly can be difficult. Aunt Alice’s daydreaming, Gran’s ‘funny turns’, may form part of family folklore and certainly not be seen to warrant medical investigation. We tend to expect illness and absent-mindedness in older people as a matter of course. However, epilepsy in later life may well be among the more preventable cases of the condition. The older we get, the more liable we become to decreased fitness and health, but in particular, epilepsy in the older person is often due to cerebrovascular disease which leads to small scars in the brain. In general, the risk of epilepsy in older people may be reduced with proper attention to lifestyle, including healthy eating, enough exercise, not smoking, and drinking alcohol moderately. Paying attention to lifestyle issues may help people of any age gain better seizure control and improve general health, and may also prevent your epilepsy getting worse in older age. There’s more on healthy lifestyle in Chapter 7.

Some forms of epilepsy are slightly more common in men, and there are various reasons why this may be so. One reason is that men are more likely to suffer head injury and brain infection. Another theory is that the brains of boy and girl babies develop differently in the womb due to differences in male and female sex hormones. The brain matures more rapidly in girl babies than boy ones, so that girls are less vulnerable to perinatal anoxia (lack of oxygen around birth), which can damage developing areas of the brain. The Y chromosome which produces maleness in unborn babies also slows development down, so that boys are born around two to three weeks behind in maturity than girls, so making them more vulnerable to injury. This vulnerability persists into adulthood – one study showed that, in women, 50 per cent of the risk of developing epilepsy was past by the time they were 19, but in men, this did not happen until they were 24. This risk is thought to outweigh men’s larger brain size. Another study showed that the brains of men and women only become the same size when they are 100, when they have both shrunk enough to be similar!
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