About the
Epilepsy Foundation of
Wisconsin

The Epilepsy Foundation of
Wisconsin is dedicated to
building a strong community
and providing essential support
for individuals and families
affected by epilepsy. Through
education, advocacy, and
connection, we empower those
impacted by epilepsy to live
their fullest lives. Whether
you're seeking resources,
support, or simply a place to
connect, we are here to guide
you every step of the way."

Epilepsyis a
brain disorder
that causes
recurring,
unprovoked

seizures.

Learn more

Connect &
Support

Education &
Trainings

community
Programs

Youth
Programs

Foundation

Events

WWw.epilepsywisconsin.org



Seizure First Aid

How to help someone having a seizure

STAYwith the person until they

are awake and alert after the seizure

v/ Time the seizure v Remain calm
v Check for medical ID

Keep the person SAFE
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v Move or guide away from harm \
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if they are not awake and aware.

v Keep airway clear
v/ Loosen tight clothes around neck
v Put something small and soft under the head C

— — —-— -
Turn the person onto their SI DE '

P Seizure lasts longer than 5 minutes P Repeated seizures
P First time seizure
P Difficulty breathing

P Seizure occurs in water

P Person does not return to their usual state

P Person is injured, pregnant, or sick

X Do NOT restrain.
X Do NOT put any objects in their mouth.

v/ Rescue medicines can be given if prescribed by a

health care professional

Learn more: epilepsywisconsin.org
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LOCALLY (608) 665-1848 NATIONAL 24/7 Helpline: 1-800-332-1000

This publication was created by the Epilepsy Foundation, a nationwide network organization, and is part of our END EPILEPSY® awareness campaign. This publication is made possible
with funding from the Centers for Disease Control and Prevention (CDC) under cooperative grant agreement number INU58DP006256-04-00. Its contents are solely the responsibility of
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My name is

Epilepsy is a kind of illness that only happens
sometimes. A seizure is a medical problem that
happens in the brain.

Our brains send electrical signals to tell our body and
brain what to do. Sometimes too many electrical signals
happen, like a storm in the brain. This can cause a
person to look or act differently than they usually do.

It’s not the kind of illness that makes you cough and
sneeze.

It's not the kind of illness that means you have to stay
in bed and have your temperature taken, but you may
feel sleepy after a seizure and need to take a nap.

A child who has a seizure disorder feels just as healthy
as everyone else most of the time. But when a seizure
happens, they may not act or feel like themselves.

This booklet is all about seizures.

Another name for this kind of illness is epilepsy.

(ep-ly-lep-sy)

Most of the time, seizures are the main problem for
children with epilepsy. But sometimes you may notice
trouble paying attention, remembering, or talking the
way you want.

Once in awhile, children may have even more
problems with moving around, talking, thinking, or
doing other things they want to even when they
don’t have a seizure. But this doesn’t
happen to most children with »
epilepsy. Usually the seizures

are the big problem.




How to Use this Guide

If you have epilepsy, it's good to find out as much as you can about it.

<% You'll know how your seizures happen.

= ~
2

& You'll know how your medicine works and why you have

“i to take it every day.

=04 Then you can tell other boys and girls who might want to
77 know.

If there’s something in this booklet that you don’t understand,
ask your mom, dad, or other grown ups to explain it to you.

Ask your doctor and nurse what epilepsy is too and what you
can do.

If you have a question about your epilepsy, ask your doctor
about it when you go for your next check up.

My questions:




How Seizures Happen

Seizures begin in the network of cells in your brain.

These cells are very, very small, but they make
everything in your brain and body work.

They do it by sending little signals to each other,
faster than you can imagine.

The signals flash all over your body so you can run
and jump and do all the things you do every minute
of every day.

Your brain cells are even hard at work while the rest
of you is asleep.

You don’t have to think about them. They just keep
doing what they’re supposed to do.

Most of the time your brain cells work just the way
they’re supposed to work.

But if you have epilepsy, it
means that sometimes, for a
very short time, they don’t
work quite the way they
should.

For just a few seconds, or a minute or two, some of
your brain cells send mixed up signals.

They stop the other cells from working properly, and
your body gets mixed up messages.

~¢4 This could make your arm shake without you
“V" wanting it to shake.

= It could make things look, sound, or feel strange
77" to you — just for a moment.

~¢4 It could even make you stop and stare without
“" really seeing or hearing what is happening — for
a moment or two.

= Sometimes those mixed up messages from your
“V" brain can make your whole body work in a
mixed up way.

~¢42 They could make you fall down, get stiff, and then
V" shake all over for a minute or two.

~#4- They could make you move around as if you were

V" half asleep.



Your Seizures

There are lots of different kinds of seizures.

Not everyone has the same kind. And some
kids will have more than one

kind of seizure. ———

If you're not sure, ask your
mom, dad, or doctor.

Your kind of seizure will have
a special name.

Ask your doctor or nurse the special
name for your kind of seizure
and write it here:

My kind of seizure is called:

,f;/\f_

Does your kind of seizure last for just one
minute, or two minutes? Or is it the kind
that is over in just a few seconds?

My kind of seizure
lasts for:

When your seizure stops your brain cells
go back to working the right way again.

Sometimes this happens right away, and
sometimes it can take a few minutes.



Your Medicine

If the medicine doesn’t
work to stop the seizures,
your doctor or nurse may
increase the amount of
medicine you take or will
give you a different one.

When you have epilepsy
and you have seizures,
your doctor or nurse will
give you medicine to take.

They will let you and your
parents know how many
times a day to take it.

Most of the time, seizures
can be controlled with one
of these medicines. They
will keep trying to find the
very best medicine to stop
the kind of seizures you
have.

They may say to take it
once a day, twice a day,
three times a day, or four
times a day.

Make sure you know the
name of your medicine. Ask
your mom or dad to write
the name down for you.

How many times a day do you
take your seizure medicine?

My medicine’s name is:




More About Your Medicine

The medicine you take makes it much harder for a seizure to
get started. It may do such a good job that you don’t have
any seizures at all.

It is important to take seizure medicine the same way
every day. Usually taking it about the same time each day
works best.

You have to keep taking it because you want to stop seizures
from happening every day, not just some days.

Your body uses up the medicine you take just like a car uses
up gasoline.

When you take the pills every day, you'll keep a full amount
of medicine in your body. If you skip your medicine, your
body will run out of medicine, just like a car can run out of
gas.

If you miss a dose, tell your mom, dad, or another adult. Don’t
take extra pills on your own. If your doctor or nurse want to
change the dose, they will tell your mom or dad or the adult
taking care of you.

Tips to remember to take your medicine:

_uz Print out and tape up a schedule of when to take
“n your pills.
Az

:,C‘)S Set an alarm on your phone, tablet, or watch.

1z Have text or other reminders of when to take your
“7> medicine sent to you.

What times do you take your
medicine?




A Special Diet

Some children with epilepsy are on a special diet. The tough part is that you can’t share food with
. . . friends or eat extra food unless mom or dad says
Being on a diet means there are some things you can it's okay.

eat. And there are some things you can’t eat.

Sometimes the doctor may say you don’t need to
be on the diet anymore. Or they may let you eat
different types of foods or different amounts.

There are some epilepsy diets that can help to stop
seizures in some children. They’re not diets to lose
weight. The most common epilepsy diet is called a
ketogenic diet. If you don't like the diet, tell your parents and the
doctors and nurses. They can help you figure out

If you have been put on this diet, you know it’s very Vo o

important not to eat anything that’s not on the diet.
Eating only foods allowed on the diet gives you the best Foods I Like Best:

chance of stopping your seizures.

Your mom or dad may
need to weigh your

food very carefully.
They will give you

enough water and
other liquids to drink

too.

It is important to eat

and drink everything
they give you.




At the Hospital

Children who have seizures sometimes go to the hospital. Some
children go to the hospital to have a special operation to stop
their seizures.

But most children with seizures go to the hospital to have tests.
Here are some tests you may have done.

Nz
=0~ Blood tests

:‘('53 EEG tests check the electrical waves in your brain.
A}

7

Az

=< MRI tests take a picture of your brain.
2%

Have you ever been to the hospital?

Did you have tests there?

Tests | Had at the Hospital:




What to do if a seizure happens

Do you know what happens when you have a seizure? You
may not be awake or know what is going on. Your arms and
legs may be stiff. They may shake too. Sometimes you may
just stare or say things that don’t make sense. Sometimes
you may fiddle with your hands or feet or mumble. And
sometimes it’s hard for other people to even tell when you
have a seizure.

What | Want to Tell My Friends
about My Seizures:

Do you know what to do if someone else has
a seizure? Here are things that can help:

:/‘('53 Send someone to find a grown-up.

A)

Az

=% Help the person turn to their side.
2%

=¢% Move things out of the way.

Nt
-4z Put something small and soft under the
“" head if they are lying on the floor.

~¢4 If they are walking around, stay with
77" them. Shut the door and let them walk in
the room with you.

=(%z As the seizure ends, sit down with them
“" until a grown-up comes to help.

=(% Be a friend when they wake up.

ne



Things to Remember

7

it from someone else. And no one else can get it from
you.

:/‘(‘5‘: Epilepsy did not happen to you because of anything
Y bad that you did, or that anyone in your family did.
No one made you have it. It just happened.

You cannot hurt anyone during a seizure.

5 Seeing something that is not there, or hearing a funny
7 noise that no one else hears or doing something when
you seem to be half asleep are all common. These
things are caused by little seizures that other people

can't see.

=% Having seizures doesn’t mean you re not as smart as
V" your friends. It doesn’t mean you will get less smart.

~¢% You cannot swallow your tongue during any kind
7 of seizure. It is attached to the bottom of your mouth.

& Don’t put anything in the mouth of a person who is
V" having a seizure. It may hurt their teeth or jaw.

~(% Epilepsy is not something you can catch. You cannot get

2 Living an active life, playing, and having a good time

77" will not make you have more seizures.

42 Remember that you are not alone. Lots and lots
“1" of other children have epilepsy.

1z And grown ups can have seizures too! Thousands of
/1" grown ups have seizures and have children of their

own, work at
interesting jobs, @

and live happy
lives.




Note to Parents:

FOUNDATION
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epilepsy.com 1-800-332-1000

About the Epilepsy Foundation: The Epilepsy Foundation, and its network of 50 organizations
throughout the United States, leads the fight to overcome the challenges of living with epilepsy and
to accelerate therapies to stop seizures, find cures, and save lives. As an unwavering ally for indi-
viduals and families affected by epilepsy and seizures, the Epilepsy Foundation connects people to
treatment, support and resources; leads advocacy and awareness efforts; funds innovative research
and the training of specialists; and educates the public about epilepsy, sudden unexpected death in
epilepsy, and seizure first aid. To learn more, please visit epilepsy.com.

Disclaimer: This publication is designed to provide general information about epilepsy and seizures
to the public. It is not intended as medical advice. People with epilepsy should not make changes

to treatment or activities based on this information without first consulting with their health care
provider.

This publication is made possible with funding from the Centers for Disease Control and Prevention

(CDC) under cooperative grant agreement number 1TNU58DP006256-02-00. lts contents are solely
the responsibility of the Epilepsy Foundation and do not necessarily represent the views of the CDC.

078CGS/PAB0918 © 2020 Epilepsy Foundation of America, Inc. Reprinted 01/2020



UNDERSTANDING SEIZURES & EPILEPSY

Seizure & Epilepsy Overview
What is epilepsy? 4

Epilepsy is a neurological disease that causes people to have recurrent seizures. A
seizure is a brief disruption of electrical activity in the brain.

EPILEPSY’
FOUNDATION

- Epilepsy is not contagious.
- Epilepsy is a medical condition, like asthma and diabetes.
« Epilepsy is a developmental disability when it starts before age 18.

. Often seizures are the main problem for people with epilepsy, but other
neurological or developmental problems can be seen too.

What causes epilepsy?

More than half the time, the cause is unknown. When a cause can be found, it is
often one of these:

« Head injury

« Infection of the brain
. Stroke

- Brain tumor

. Alzheimer’s disease
- Malformation of an area of the brain
« Genetic factors

Who has epilepsy?

In the United States, 3.4 million people live with epilepsy, and over 150,000
new cases are diagnosed each year. One in 26 people will develop epilepsy
at some point in their life. Epilepsy doesn’t discriminate. It affects children and
adults, men and women, and people of all races, religions, ethnic backgrounds,
and social classes. While epilepsy is most often diagnosed either in childhood
or after the age of 65, it can occur at any age.

How is epilepsy diagnosed?

- A good description of the event and ideally an eyewitness account or video recording is key to
determining if the event was a seizure and what kind.

« A medical history, physical and neurological exam, blood work, and other tests are important. These
help diagnose epilepsy and look for other conditions or causes.

. An EEG is one of the most important tests. It records the brain’s electrical activity. Some patterns of
activity are unique to certain types of seizures.

- Imaging tests (like a CT, MRI, or PET scan) look at the structure and function of the brain. An MRl is
needed for anyone with new onset of seizures. PET scans or other advanced
imaging may be done later.

How is epilepsy treated?

Medication — Drugs used to treat epilepsy are called anti-seizure medication.

« More than 30 anti-seizure medications are currently approved to treat epilepsy.

. About 6 in 10 people may control their seizures with the first or second medicine
they try.

« Yet a survey of adults in the community found that 56% still have seizures.

+ Regardless of the numbers, if a person does not get control of seizures in the
first year or after the first 2 or 3 medicines are tried, they should be seen by an
epilepsy specialist.

«  Options beyond medicines may be possible.

continued on back



Seizure First Aid
« STAY with the person and

start timing the seizure. Remain

calm and check for medical ID

+ Keep the person SAFE. Move

or guide away from harmful
objects.

- Turn the person onto their

SIDE if they are not awake and
aware. Don’t block airway, put
something small and soft under

the head, loosen tight clothes
around neck.

+ Do NOT put anything in their

mouth. Don't give water, pills or

food until the person is awake.
» Do NOT restrain.

» STAY wil them until they
are awake and alert after the

seizure. Most seizures end in a

few minutes.

Call 911:
» Seizure lasts longer than 5

minutes
» Repeated seizures
- Difficulty breathing
» Seizure occurs in water

- Person is injured, pregnant or

sick

- Person does not return to
their usual state

« First time seizure

For additional information about
epilepsy, or to locate the Epilepsy
Foundation nearest to you, visit

www.epilepsy.com
or call 1-800-332-1000

Surgery — Certain types of surgery may be used for people whose seizures do not
respond to medication. Surgery may be recommended when a seizure focus can be found
and removed without hurting vital functions like speech or movement. For other types of
surgery, visit epilepsy.com/surgery.

Vagus Nerve Stimulation (VNS) — A small device (generator)
is implanted under the skin in the left side of the chest. A
small thin wire or electrode goes from the generator and

is attached to the vagus nerve in the neck. VNS may be

an option if surgery doesn’t work or is not right for you.

The benefits of the VNS appear to improve over time. For
example, seizures decrease by 50% or more in about 45% of
people who try VNS.

Responsive Neurostimulation (RNS) — This is another
device to treat seizures. It is implanted under the scalp in a
small area of the skull or bone surrounding the brain. One or
two wires from the device are placed under or on the surface of the brain where seizures
start. The device is able to sense a seizure and sends small pulses of electrical current
through the wires to help stop or lessen seizures. RNS also may help people who can’t
have surgery or when surgery doesn’t work well enough. Like the VNS, the RNS does not
cure epilepsy and it may not work right away. Yet it can help stop or lessen the number of
seizures a person has by 40% to 60% after one to three years.

Deep Brain Stimulation (DBS) — DBS is a new type of device that also helps control
seizures when surgery doesn’t work or cannot be done. Electrode wires are placed in
a specific area of the brain. The device is programmed, like VNS, to give stimulation to
interrupt or stop seizures.

Dietary Therapies — Dietary therapies can help control seizures in both children and
adults. They are usually used when seizures do not respond to medicine.The most
common diet therapy is the ketogenic diet. This is a medically supervised high fat and
low carbohydrate diet. There are three other diets that also help control seizures in some
people. Most people who use a diet therapy continue taking medicine

Seizures can take many different forms, not just the convulsive type
that most people associate with epilepsy

Types of seizures

Common types of seizures include:

Generalized Onset - Tonic-Clonic (Grand Mal) — Convulsions, rigid muscles, jerking;
typically lasts 1to 3 minutes and followed by period of confusion.

Generalized Onset - Absence (Petit Mal) — Blank stare lasting only a few seconds;
sometimes with blinking or chewing motions.

Focal Onset - Impaired Awareness (Complex Partial) — Staring and dazed facial
expression; person is not aware of what is going on or will not remember; person may
perform repetitive random movements and may not be able to talk normally; typically lasts
1 or 2 minutes and may be followed by confusion.

Focal Onset - Aware (Simple Partial) — Jerking in one or more parts of the body or
sensory or perceptual changes that may or may not be obvious to onlookers; the person is
aware of what occurs during the seizure.

Atonic (Drop Attacks) — Sudden collapse with recovery within a minute.

Myoclonic — Sudden, brief, massive jerks involving all or part of the body.

This fact sheet is designed to provide general information about epilepsy and seizures to the public. It is not intended as medical advice. People with epilepsy should
not make changes to treatment or activities based on this informaiton without first consulting their health care team.

This publication is made possible with funding from the Centers for Disease Control and Prevention (CDC) under cooperative agreement number

INUS8DP006256-03-00. Its contents are solely the responsibility of the authors and do not necessarily represent the views of the CDC.
Revised 02/2019

© 2019 Epilepsy Foundation of America EFA272/PAB0219
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