Straight Talk on Epilepsy:
What Kids Need to Know







Dear young person,
| wish | knew your name because there's so much | want to tell you.

My 16-year-old son, Leon, has epilepsy. Two years ago | got a phone call at
work. Leon had fallen and had had some kind of convulsion. | was told to
meet the ambulance at the hospital. | felt the world spinning around me and |
fought to keep breathing. | was so afraid!

| felt much better when | saw Leon. He looked pretty normal, although | could
tell he was pretty upset about what was going on. Leon got to leave the ER
later that day, but over the next week it seems like all we did was go to doctor
appointments and labs for tests.

Then one night soon after Leon had gone to the ER, we were watching TV and
all of a sudden Leon kind of cried out and then fell over on the couch. His legs
and arms were twitching and he just looked like he was somewhere far away.
This episode only lasted about a minute, but it seemed like forever to me. | felt
so helpless. Those were a rough couple of weeks for us. We just felt like we
were in limbo, and | was even afraid to let Leon go to school.

But I'm going to stop right here, because you know what? Leon is fine now.
He's been on an epilepsy medicine for over a year, and he hasn't had any
seizures for the last nine months. He's the starting keeper on the school varsity
soccer team. and he's also on the swim team. Was it hard for me to let Leon
continue with all his sports? You bet it was. What kind of a mother wouldn’t
worry about her son having seizures and hurting himself? But what kind of a
mother would keep her son from doing the things that make him happy?

So yes, Leon has epilepsy. But that is such a small part of him. And with the
help of his doctor and many others, it's becoming a smaller and smaller part of
him every day.

| know that right now is a tough time for you and your parents. But give
yourselves some time to adjust to your diagnosis, and give your body time to
adjust to the treatment your doctor prescribes. And then, just live your life.

Marian Bell



What is Epilepsy”?
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I have the kind of epilepsy that makes me go rigid and then
shake all over. The worst thing was having seizures at school
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Epilepsy is a medical disorder in which there are sudden bursts of
electrical activity in your brain. These bursts are called seizures. They
are like electrical storms in your brain. Seizures upset normal brain
functions and can cause you to briefly lose control over your feelings
and behaviors. Seizures usually last from a few seconds to a few
minutes. They typically do not cause brain damage and they don’t
hurt (unless you fail and injure yourself).

You will not be diagnosed with epilepsy unless you have had more
than one seizure. A diagnosis of epilepsy means that you are having
repeated seizures.

What Epilepsy Is NOT

A mental or psychological iliness
Contagious

A reason not to have a totally great life

Types of Seizures

There are many kinds of epileptic seizures. It's important for your doctor to
know what type of seizures you're experiencing. This will help your doctor
develop the best possible treatment plan for you.

Generalized seizures

Generalized seizures affect both sides of the brain. Generalized seizures are
more common in children under age ten, although they also occur in pre-tesns
and teenagers. Four common types of generalized seizures are described
below.

Absence or petit mal seizures

Absence seizures are a common kind of epilepsy in children. If you are
experiencing absence seizures, you may stare into sbace, “freeze” (stop
moving completely), or have muscle spasms or twitches for a few seconds.
Your parents and teachers may think you're daydreaming, but you are not
aware of your seizures.



Atonic seizures

If you are experiencing atonic seizures, your muscles will relax abruptly.

Your head may drop, or you may collapse and fall to the floor. Atonic seizures
happen suddenly, without warning. They are sometimes referred to as drop
attacks.

Myoclionic seizures .

If you are experiencing myoclonic seizures, your muscles will contract or
tighten and then relax. This will happen repeatedly but only briefly. Usually both
sides of your body are involved. People often describe them as sudden jerks or
clumsiness.

Tonic-clonic or grand mal seizures

If you are experiencing tonic-clonic seizures, your body may stiffen and then
your muscles may jerk uncontrollably. You may cry out and fall to the ground.
You may lose consciousness or pass out. Afterward, you will not remember
your seizures.

Partial seizures
Partial seizures begin in one part of the brain. There are two common types of

partial seizures: simple and complex.

Simple partial seizures

Simple partial seizures are usually brief. If you are experiencing simple partial
seizures, you will be aware and conscious during your seizures. Your feelings
and behaviors during these seizures depend on the area of your brain that

is involved. Your seizures may involve your muscles (they may jerk or twitch)
or your senses (things may look, sound, or smell strange). Or your seizures
may involve your nervous system (your breathing or heartbeat may become
irregular) or your emotions (you may feel panicky, afraid, or angry).

Complex partial seizures or temporal lobe epilepsy

If you are experiencing complex partial seizures, you may look as though

you know what you're doing, but you won't be aware or conscious of your
thoughts or behaviors. During complex partial seizures, you may repeat simple
movements, such as picking at your clothes or moving your mouth a certain
way. You may mumble words or phrases. You may wander around. After these
seizures, you will remember nothing or very little about them.



Why you?
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- Nikki, age 14

A very few cases of epilepsy are inherited or passed along because of certain
genes. Sometimes, children are t_)om with epilepsy because of a difficult birth
that led to brain damage or because their mother had a serious illness during
pregnancy.

In'some children and teens, serious childhood ilinesses may lead to epilepsy.
Epilepsy may also result from a head injury.
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But in most cases of childhood and teen epilepsy, the cause is not known.

Did you know that 2.7 million Americans have epilepsy? By age 20, one
percent of the population (one out of every hundred) will have developed
epilepsy. So epilepsy isn't as common in children and teens as asthma or
attention deficit disorder, but many children and teens will develop epilepsy.

Epilepsy and seizures may result from head injuries or seri-
ous illnesses that damaged the brain. However, seizures
themselves do not cause brain damage except in very rare
cases when oxygen is cut off from the brain due to a very
long seizure or many seizures in a row.



How is Epilepsy Diagnosed?

At first | tried to tell myself | didn't have epilepsy

he was 100 percent sure, ju at epilepsy was his ‘bes
mayb

abnormal brain waves or what

€ was guessing wrong, e
/€ s having
‘be in my own world,” which drove some of my teache
my doctor put me on some medicine and my mom said | had to take it. A few
weeks later | realize

where I'd

d | was doing better. | decided maybe the doctor knew

- Brent, age 14

Both pediatricians and neurologists can diagnose and treat epilepsy.
Neurologists are doctors who specialize in the brain and nervous sy
Your doctor will diagnose your epilepsy and work with you to develop a
treatment plan.




Diagnosis may take some time. Seizures can be caused by other things
besides epilepsy, such as infections or high fevers. No single test will tell your
doctor that you have epilepsy. Your doctor will talk to you and your parents
and will order many tests. These pieces of information are like pieces of a
puzzle. Your doctor will put them together tc make a diagnosis and determine
the best treatment for you. Generally, epilepsy is not diagnosed unless you
have had more than one seizure.

Your doctor will ask questions about what you felt and what you were doing
before, during, and after your seizure. Someone who saw your seizure, such
as your parents, a friend, or a teacher, may be able to describe your seizure.
Your doctor will also ask about injuries or illnesses you've had in the past and
whether anyone in your family has epilepsy.

Most likely your doctor will want to do a neurological exam, or an exam of your
brain. EEGs and MRIs or CTs are commonly used to help diagnose epilepsy.
These tests won't hurt, and each may take an hour or longer.

EEG (electroencephalogram)

This test will measure your brain’s electrical patterns. A technician will use gel
to attach many small disks called electrodes to various locations of your head.
(Don't worry; the gel will wash out and you don't have to shave your head.)
Wires from the electrodes will be connected to a machine that records your
brain waves. During the test, the technician may have you breathe rapidiy,
open and close your eyes, or look at flashing lights. You must lie quietly during
this test.

Your doctor will look at the print-out of your brain waves to see if the patterns
suggest that you might have epilepsy. The test is not preof that you do or
don't have epilepsy. Some people with epilepsy have normal brain waves, and
some people without epilepsy have abnormal brain waves.

MRI (magnetic resonance imaging) or CT (computed tomography)

An MRl or CT will provide a scan or picture of your brain. The picture will show
the structure of your brain, including any growths, $cars, or other physical
conditions that could be causing seizures. To have an MRI or CT done, you will
lie quietly on a scanning table that slides into a tunnel-like machine.

Depénding on the results of these tests, your doctor may also want to
do other tests.
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Medication
Epilepsy in chiidren and teens is most often treated with madication. Most
miedicings are taken every day arnd dome-n pill oF liguid forms. The most

effective medications are anticonvulsant drugs

Many articonvulsent grugs have been.approved for use in children and teens
with -epllepsy. Each medication is slightly different, Certain meddications terget
specific arsas of the brein ard specific ypes of seizures. Your decior will
decide which medication to presenibé baged on the typd-of eeinires you g

havirg and other medical conditfons you mmay have.
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