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Introduction

Finding out your child has or could have epilepsy can be a difficult
time. This leaflet is written for you and your family. It should give
you a general understanding of epilepsy — what it is, its causes,
treatments and helpful information about living with the condition.

Epilepsy Scotland has a wide range of leaflets. These are listed
at the back of this leaflet. We have a website
(www.epilepsyscotland.org.uk) and a free and confidential
helpline (0808 800 2 200) which you can phone for
information, advice and support.

What is epilepsy?

Epilepsy is a tendency to have seizures (previously called its’)
which start in the brain. Many people (1 in 20) will have one or
two isolated seizures during their life. This could be because they
have had a high temperature or head injury. It does not
necessarily mean they have epilepsy. Epilepsy is a tendency to
have repeated seizures.

Forty thousand people in Scotland have epilepsy. It is a physical
condition and is the most common serious neurological condition
today. Epilepsy can affect anyone. It can start at any age but is
common in childhood and the teenage years.

What causes epilepsy?

In 7 out of 10 cases there is no known
cause. This is called ‘idiopathic’ epilepsy.
It is thought that in many of these cases
there may be a genetic link. This would
depend on whether or not another family
member has epilepsy and, if so, what
kind of epilepsy they have. This is a

complicated subject and you can ask your
child’s doctor for advice.

Some people, however, have ‘symptomatic’ epilepsy. This means
that something has caused their epilepsy. This could be, for
example, a severe head injury, accident, infection of the brain
(such as meningitis) or fever.
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What is a seizure?

A seizure is caused by a temporary disturbance in the brain’s
electrical activity. There are many different types of seizure.

The type of seizure a person has depends on where in the brain it
starts and whether or not it spreads to other parts of the brain. How
often a person has seizures, how long they last and what happens
before, during and after them varies from one person to the next.

Some seizures will only be noticed by someone who knows
the child well. Other types of seizure can seem dramatic or
alarming. It is also possible that only the child is aware a

seizure is happening. Most seizures are short and the child
will recover quickly. Seizures are divided into two main groups:-

- Generalised The seizure spreads throughout the
whole brain. There will always be some
loss of consciousness

- Partial The seizure occurs in just part of the

brain (sometimes called the ‘focus’)
Generalised seizures

Tonic - clonic The child will stiffen (the tonic phase) and
could fall to the ground. Then the child’s
legs and arms will jerk (the clonic phase).
Breathing may become strained and this
could make the child turn slightly blue.

The child may also make grunting noises,
bite their tongue or cheek, or be incontinent.
After a couple of minutes the jerking should
stop and the child should slowly come round.
The child could feel groggy, have a headache
and need to sleep for some time. This type
of seizure used to be known as ‘grand mal’.

The child may stay still and stare into space

or simply blink. Sometimes the child’s posture
might change. These seizures can occur many
times a day and may affect the child’s ability to
concentrate and learn. To someone else it
could look like the child is day dreaming. More
girls than boys have absence seizures. This
type of seizure used to be known as ‘petit mal’.

Absence

During these seizures the body will stiffen. A
child who is standing could fall over but will
usually recover quickly.

These seizures are sometimes called ‘drop
attacks’. There is sudden loss of muscle
tone and the body goes limp. A child
who is standing could fall to the ground
but will usually recover quickly.

Myoclonic These seizures are abrupt, sudden

muscle spasms or jerks of the arms, head
and sometimes the whole body. They are
most common in the morning, just after
waking or when the child is tired.

Partial Seizures

These seizures start in one part of the brain (sometimes
called the ‘focus’). This part of the brain may not have formed
properly or could have been damaged in some way by, for
example, a virus like meningitis.

Simple partial These seizures are very varied. The child
may experience strange movement (such
as twitching of an arm), feeling or vision.
Some children say they feel ‘dreamy’, sick
or emotions such as anger or fear. The

child will not lose consciousness.

Complex partial A child may feel strange and lose a sense
: of time. They could be unaware of what is
happening around them. The child may
behave strangely, for example, lip smacking,
plucking at clothing, speaking strangely or
moving aimlessly around a room. There will
be some loss or change in consciousness.

Febrile seizures Some young children who have a high
temperature may go on to have a seizure.
This is known as a febrile seizure or
convulsion. The child has had a seizure
because of the fever - it is not epilepsy.
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Epilepsy in childhood

Epilepsy often starts in childhood and can affect children of all
ages and abilities. Some types of seizure are more common
in children and teenagers such as absence and myoclonic
seizures. Childhood epilepsies are often described as
syndromes. A child will be diagnosed as having a particular
syndrome based on their age, pattern of seizures and EEG
recording. Many children will grow out of their epilepsy.
Others will have good control of their seizures using
antiepileptic medication. A small number of children with
particular syndromes are likely to continue to have seizures.
They may also have other physical or learning disabilities.
Your doctor should be able to tell you the outlook for your child.

Diagnosing epilepsy

If your child has had an episode that the GP thinks could be

epilepsy, a referral will be made to see a consultant doctor at
the hospital. This doctor is likely to be a general paediatrician
or a paediatric neurologist. The doctor will try to find out
whether or not your child has epilepsy or if something else
has taken place such as a faint or breath-holding attack.

The doctor will take your child’s medical history and will ask
what happened before, during and after the episode. This is
because a diagnosis is based on a description of the episode
from your child and any person who saw it. The doctor will
ask questions such as:

* What happened just before the episode?

* What happened during it?

* What happened afterwards?

* How long was it before your child felt well again?

N
N

What tests will my child have?

The diagnosis of epilepsy is based on a description of what
took place and your child’s medical history. The doctor may
also use one or two tests to establish possible causes, type of
epilepsy and most suitable treatment.

An EEG (Electroencephalogram) is a test which records electrical
activity from the millions of nerve cells in the brain. This activity is
shown on a screen. An EEG takes 30 - 60 minutes.

Brain scans show the structure of the brain. The doctor
can see if there is anything on the brain that could be causing
seizures such as scarring from a head injury. There are two
main types of brain scan - CT/CAT (computed
tomography/computer-assisted tomography) and MRI
(magnetic resonance imaging) scans. MRI scans are much
more detailed than CT/CAT scans. Most children, therefore,
will have an MRI rather than a CT/CAT scan. A brain scan
takes 15 - 35 minutes.

Treatment

If your child is diagnosed with epilepsy, the most common
treatment is medication. Antiepileptic
medication controls rather than cures

epilepsy. Up to 70% of people with
epilepsy can become seizure free if they
are on the most appropriate medication
for them. Many children will eventually
grow out of their epilepsy and
medication may then be slowly
withdrawn by their doctor. If your child’s
seizures are not controlled by

medication, doctors may discuss other
treatment options with you such as surgery and diet.
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Antiepileptic medication

Antiepileptic medicines are known by two names — a ‘chemical’
name and a ‘brand’ name given by the manufacturer. It is
important that your child is prescribed the same brand of
medication each time, as different brands can vary slightly.
Medication is usually in tablet form but syrups or tablets that
dissolve in water are sometimes available. Ideally your child will
take only one type of medication (monotherapy). Some children,
however, need to take two or more types (polytherapy) to control
seizures. It can take time to find the right dose of the right
medication for your child. It is important that your child’s
medication is taken at a regular time each day. If your child
misses a dose, you should seek advice from their doctor. Never
stop, reduce or increase medication without discussing this first
with your child’s doctor.

Side effects

Any medication can have side effects. However, most children
with side effects from their antiepileptic medication find these are
mild. The doctor may be able to reduce side effects by adjusting
the dose. Common side effects include feeling sick, sleepiness,
dizziness, headache and weight gain. A skin rash should be
reported immediately to your child’s doctor.

Emergency drug treatment

If your child has many or particularly long seizures the doctor may
prescribe emergency medication. Emergency medication is
usually Rectal Diazepam or Midazolam. Rectal Diazepam is
given rectally (into the back passage) using a specially prepared
tube. Midazolam is given by mouth (on the inside of the cheek)
or nasally (into the nose). Emergency medication should only be
given by someone who has been trained in the procedure.
Someone may need to give your child emergency medication
outside your home, for example, at nursery or school.

This person must have written consent from you, as your child’s
parent or legal guardian.

Epilepsy Scotland provides training on epilepsy and the
administration of emergency medication.

Withdrawing medication

If your child has not had a seizure for two or more years, it is
possible the doctor could slowly withdraw the medication.
Whether or not this can happen depends on individual
circumstances such as the type of epilepsy your child has.

Surgery

Surgery is an option for a small number of children with
epilepsy who still have seizures despite taking medication.

If your child has partial epilepsy he or she may be considered
suitable for surgery. Partial epilepsy means that there is an
identified part of the brain, such as scarring, that is causing
seizures. During surgery this part of the brain is removed.
Most children with generalised epilepsy are not suitable for
surgery as all of their brain is affected by a seizure.

Ketogenic diet

The ketogenic diet may also be helpful for some children who
continue to have seizures. This is a special diet which is high in
fat and low in carbohydrate. It needs to be very strictly followed.
Parents should not try to introduce the diet on their own as
children need close medical supervision. A dietician will work out
the details of the diet for you. The ketogenic diet has reduced
seizures in some children but this usually only lasts for around
one year. In most cases the child needs to remain on medication.

Complementary therapies

It is important to highlight that these therapies are
‘complementary’ and not ‘alternative’. This means that they are in
addition to medication and not instead of it. Your child must
continue to take their medication. Complementary therapies
include aromatherapy, biofeedback and hypnotherapy. There has
been little scientific research into the effect of complementary
therapies but some people with epilepsy have found them helpful.
However, some aromatherapy oils can be harmful for people with
epilepsy (eg hyssop, rosemary, sweet fennel, sage and
wormwood). It is important to find someone who is qualified in
whichever therapy you are interested in. Always discuss it first
with your child’s doctor.
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First Aid

-+ Clear a space around your child and prevent others from |
crowding round

< Cushion your child’s head with whatever is available

|+ Loosen any tight clothing round your child’s neck and

— gently remove gla (if worn)

< Watch the seizure carefully and if possible let it

In its natural course
< Turn your child into the recovery position as

soon as the jerking has stopped

< Be reassuring during the recovery period and

at the top of stairs)
Try to stop the jerking or restrain your child
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Education

Most children with epilepsy will be able to attend a mainstream school.
They will achieve as much as their classmates and be fully involved in
school life. It is important that you are open with the school about your
child’s epilepsy. This means teachers can take appropriate measures
to care for your child. The school will need
to know the type of epilepsy your child has,
what the seizures are like and what to do if
your child has one at school. You can also
tell the school that your child does not need
to be sent home after every seizure but =y B )
does need enough time to rest in a quiet <k
and private place. You should give the %
school details of when you would like to be \

contacted and how they can reach you.

Epilepsy Scotland has produced a leaflet specifically for teachers
called Guidelines for Teachers. You could take a copy of this with you
to the school.

Sometimes children with epilepsy do not do as well in school as their
classmates. It is important to be aware that this might not be anything
to do with having epilepsy. If your child is not doing as well at school
as you would have hoped, you can speak to the school and your
child’'s doctor. They can help you try to get to the root of the problem.
You could also ask for an assessment by an educational psychologist.

A small number of children may have so many seizures that it makes
learning very difficult. Other children may have epilepsy as well as a
learning or physical disability. These children may be considered to
have additional support needs. They will be assessed by the
appropriate professionals to establish what these needs are and how
best they can be met.

For children with specific needs which require regular review and
assessment a ‘Record of Needs'’ or ‘Co-ordinated Support Plan’ may
be necessary. You can also ask that any other needs of your child or
your family are assessed. This may allow you to access additional
support for your family. Such an assessment would normally be
carried out by a social worker. If you require further information on
this, Enquire (an advice service for children with additional educational
support needs) can be contacted on 0845 123 2303.




Epi | epsy Parents Leaflet 2006 7/7/06 1:58 pm Page 13

Some parents may worry that their child will be bullied at school.
If you are concerned that this is happening to your child, you can
discuss this with their teacher.

Behaviour

Some parents may feel that their child’s behaviour changes after
a diagnosis of epilepsy, for example, they may become
withdrawn or agitated. It is uncommon that epilepsy itself would
cause such a change. It is possible that some children could be
experiencing difficulty in coming to terms with their diagnosis.
They may be experiencing side effects from their medication.

If you have any concerns about your child’s behaviour you can
discuss this with your child’s doctor or epilepsy specialist nurse.

Lifestyle

Discovering your child has epilepsy can be a difficult time.

It is easy to understand why some parents can become
overprotective. However, it is important to allow your child to
develop as fully as possible alongside other children.
Learning as much as you can about your child’s epilepsy is
helpful. With appropriate safety precautions there is very little
that most children and young people with epilepsy cannot do.

Sport

When thinking about whether or not a sport is safe for your
child, there are two main issues to consider:

The seizures - what type does your child have? How
frequent are they? Is there any kind of warning? Are there
any triggers? Do they follow a particular pattern?

The sport - what risks does this sport have? How well
supervised is it? Will your child have someone with them?
Do they know what to do if your child has a seizure?

There may be different sports and activities that your child is
interested in. Thinking about these issues will help you decide if
a particular sport is suitable for your child. Most children want to
learn to swim and to ride a bicycle. Safety measures for these
activities are outlined on the next page.

Swimming

Many parents have concerns about whether or not swimming
is safe for a child with epilepsy. However, the risk is very low
if your child swims in a pool that is supervised by lifeguards.
The lifeguard must be told that your child has epilepsy.
Swimming or playing at the shallow end of the pool is safer.
This is essential if there is not a qualified lifeguard at the pool.
Your child should also have someone with them who knows
what to do if they have a seizure. In very large, busy leisure
pools it is particularly important that this person is on hand to
deal with anything that may happen. Swimming in the sea, a
river or loch is potentially dangerous for anyone who has
seizures. This should never be attempted alone.

Cycling
When learning to ride a bike, your child should wear a safety
helmet. Wearing bright clothes will help your child be seen by

drivers. Cycling on busy roads could be very dangerous for a
child who has seizures.

Other leisure pursuits

Some parents worry that if their child watches
TV, plays video games, uses a computer or
goes to a night club they could have a
seizure. However, less than 6% of people
with epilepsy have seizures triggered by
flashing or flickering lights. This is called
photosensitive epilepsy. If you think your child
might have photosensitive epilepsy you
should discuss this with the doctor. If your
child is photosensitive there are measures
you can take to make these activities safer.
These include sitting away from the TV
screen and using a remote control to change

channels. Playing computer games is safer than
playing video games. You can also set the rate your child’s computer
screen flashes as high as possible. This means it is less likely to
trigger a seizure. LCD screens do not flash at alll.

It is important that your child takes their medication as described by
their doctor. Getting enough sleep is also important.
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Adolescence

As your child gets older, there are particular lifestyle issues to
consider. Late nights and alcohol, for example, feature in
most teenagers’ lives at some
point. However, too much alcohol
and lack of sleep are common
seizure triggers. Contraception is
also an important issue for young
people. Some antiepileptic
medications can reduce the
effectiveness of the contraceptive
pill. For further information see

our leaflet ‘A woman’s guide to
epilepsy’. Young people need to make informed choices
about contraception, lifestyle and managing seizures. Many
professionals can provide you with information, advice and
support. They include epilepsy specialist nurses, family
planning nurses and voluntary organisations.

Family and friends

Coming to terms with your child’s
diagnosis of epilepsy can be difficult.
You may be worried about how other
family members, such as brothers or
sisters, will react. You may also have
concerns about how to explain it to the
families of your child’s friends. Most
parents, however, find that being open
and honest about their child’s epilepsy is
helpful. If you understand as much about
the condition as possible and explain to
others how they can help, this can make
a real difference.

Further help

This leaflet has touched on many important issues. It can be
quite a lot to take in. If you feel that you would like more
information you can contact our free and confidential Helpline
on 0808 800 2 200. You can also call this number if you
would like copies of any of the leaflets listed below. Your
child may also find contacting Childline (0800 11 11) helpful to
discuss any worries.

A guide to epilepsy - what you need to know
Guidelines for teachers - how to manage epilepsy
A woman's guide to epilepsy

Epilepsy Scotland factsheets

- Alcohol

- Diagnosis

- Driving

- Employment

- First Aid for seizures

- Leisure

- Photosensitive epilepsy
- Seizures

- Safety

- Treatment




