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about this book

Hi therel

The children in this book are all real kids with epilepsy living
across the state of New Jersey. They are boys, girls, brothers,
sisters, sons, and daughters who have epilepsy and are
doing amazing things! They explain what epilepsy is, how it
makes them feel, and give advice to other kids who have
epilepsy. You can also see some of their own signatures and
drawings throughout the pages. | hope this book will help
you learn a little more about epilepsy and realize that you

are not alonel

Sincerely,

Elizabeth Granad




0 & A

(odop’red from “A Child’s Guide to Seizure Disorders” by ESNJ, 2004)

what is epiﬂepéa.?

Epilepsy is a disorder when a person has seizures.

How does a seizure happen?
There are millions of cells (like little batteries) in your brain, and they send messages to

each other to make everything in your brain and body work. Sometimes when the cells are
talking to each other, the messages get mixed up for a few seconds or minutes. These mixed
signals may make your body shake, get stiff, fall down, or they may make the things around
you smell, look, or sound different, or they make you stare off. All of these things that happen
because of the mixed up messages are called seizures.

Is there on%L one kind of seizure?

No. There are many different kinds of seizures.

Can a person swalllow their tonque during a seizure?

No, because your tongue is attached to your mouth.

why do | have to take so much medicine?
The medicine you take helps stop the seizure before it happens. You have to keep taking

it every day because you want to stop seizures from happening every day, not just some
days. After you take your medicine, your body uses it up, just like a car uses up gas. After a
while, you have to take another pill to refill your “medicine tank.”

Can | give epiﬁewd. to other people?
No. You cannot get it from someone else, and other people cannot catch it from you.

Some doctors might ask you to go for certain tests, like an EEG or MRI.

..continued on back



what is an EEG?
An EEG is a machine that records what is going on in your brain. It can see how active

your brain is, but it can't tell what you are thinking.

what is an MRI?
An MRl is a machine that takes a picture of your brain. It can't tell what you're

thinking either.

Am | the on!Za, person who ?rc’cs seizures?
No. There are lots of other children all around the world who have seizures too. And
there are lots of adults who had seizures when they were kids (some may still have seizures)

and now they are all grown up, work at a job, and have children of their ownl

what should | do iff my friend has a seizure?
Just remember the word TRUST:
T- Turn the person on his or her side
R- Remove all objects from the area
U- Use something soft under his or her head
S- Stay calm and Stay with the person

T- keep track of the Timing of the seizure (how long it lasts)

Who can answer my questions about seizures?
If you have any questions about seizures and epilepsy, you can always ask your doctor

when you go for a check-upl



CIORYTINIELY I

ool her Big Brotirer age 9

( Cortney has epilepsy, and her brother does not. Cortney and her family call her seizures “clumsies”.)
Can you tell me what happens when you have a clumsy?
When I'm mad | do. | have a. clumey.
When you're mad? And then what happens when you have a clumsy?
Freeze.
You freeze. What does it feel like?

/\/ofh/ng.

Do you want to tell me what happens when your sister has a clumsy?

(Brotier) You just know 'canse she awtomatically freezes. Well it hhappens for
Ve iz Uoms & ool cumdl uihim, s Vapamms, wom (ko Bz e
What's it like?

She goes Like *blinking and rolling eye movwements®
What happens with her eyes?

She twitcires.

How do you feel when you see your sister?

Wien | see her having a cduwmsy, | just make sure nothving bad happens
to her... Uf she's leaning shhe might Like fall dowin and hurt herself.
So you take care of her?

Yealv. Once Cortvney had a duwmsy in ounr pool and | ddn't want her +o
drown so | held her so she didn't get huwrt.

Can you tell me about what happened in the pool?

Well , | heard abouwt hhow soon
(Gon‘ney) | was cwimming and | had floaties on and | froze.  Cortney wvi,gl/vtrw twitching ol over

You froze. Was it scary? wihen she gets a selzure anod wos
o wondering Uf that w»w/c;us that '
' ettung worse:
Did your brother help you? I
Neah | actually don't know the answer to that but next time
. ' ou can always ask the doctor if you're worried
What did your brother do? Géouf Cortney. If you have any questions, you can

(Brotirer) | don't think she felt me hugging her to always speak up and ask the doctor.
keep her safe.



A drawing by

ClORTINIELY!

Self-portrait of Cortney with a “stop sign” and all of her oy pets. She was playing with her pets the first time

her father saw her have a seizure.



Drawings by

CloR\TINED BT

"This is Cortney and these little things here (the yellow

"And this one is what happens if no one makes sure she

rounded lines on the sides) are her twilching and that's doesn't fall. She slips and falls in her seizure. But as soon as she

me makingsure shedoesn# fal bumps something on the ground she gets out of it



| don't have epilepsy, | don't know what it's like. Can you tell me about

what it's like?
What do you have to do in the morning?
Take pills.
And what do you have to do at night?
Take pills.
ls it hard to fake the pills?
No. I need something to toke it with
What do you usually take it with?
Any chocolate.

What would you tell a child to pack in their suitcase if

they have to go sit in a hospital bed for five days?

Pajomoas that have buttons. What's an EEG fike?
They wrap your head with wires. They

put a machine in your room and it
spies on you.
What's that like?
It's like you're c;i++ir\a in front of a Ioiﬁ
camera and there's wires on your

How come you need pajamas that have butfons?
So it does not get connected to the
wires (on your chest)

Anything else you would bring?
Anything that you sleep with.

(Debbie, Olivia's Mom): You would bring your hot pink head.
sleep mask because you have to sleep with the lights on ls it scary?
for an EEG. And you bring lots of snacks. No. You aC'f used to it.

Jou geJE used to 7t




What about your friends at school, do they know you have
epilepsy?
A couple of them but most of them no.
Did you tell them?
| did.
What did you tell them?

Just that | have epiepsy, that's all
Some of them did not even believe me.
(Debbie) They had done a big thing at Olivia's school this year.
We worked with Andrea and Jenna (from ESNJ) and we did
Epilepsy Awareness Month, we did a coin drive, we raised almost
$6000. It was very exciting. And they also did the helmet safety

program and the gym teachers during health read one of the

In March, Olivia's family went to Washington D.C. to
participate in the National Walk for Epilepsy.
What was that like?

Just walking | got readlly tired.
What color shirt do you wear?

Purple.

What's purple?

Someone that has epilepsy. And the
people that don't wear white
Did you like doing the walk?

Yeoh A couple of days bekore the
walk we were just hanging out in
DC.

What was your favorite part about the walk?

Going to DC. and lookin@ around.

(epilepsy) books to the class. So | think some of them knew, they

had kind of touched on it at an elementary level,

It one of your friends went fo the doctor and the
doctor told her that she had epilepsy, what would
you want fo say to make her feel betfter?
That | have epiepsy too. That's dll |
really would say.

(Debbie) What did the boys (Olivia's brothers) tell
you not foo long ago? Does epilepsy make you
different, or does it make you special?
Special

You're very special Olivia.




How would you explain what a seizure is?

T don't know.

It's a tough question. Can you tell me what happens?

1 @eJr dizz\/.

i ?
How does it make you feel Do you ever get scared when you go

Like, The earth is moving fost. to the docfor?

No.
What do you falk about with your friend
(who also has epilepsy)? No? Never?

We acfually don't talk about it. Sometimes.

What about in the beginning?

Yeah, 1t's scany

SOMETiMeSs... NOT always.




If you had to explain epilepsy to a person who had
never heard of it before, what would you tell them?
At first Tts a scary thing when youre n the
hospital. You feel d7fferent and dizzy. vou black

out.

Did you have to get certain tests done at the
hospital?

Yeah. They hook you up to these electric cords
and Hweg QM@J ™t on my head and the nurses
Wrap s up and Hv@g hooked 7t up to a Bac]@pack
and there's a TV so the nurses can see Tf I'm

having a sefzure or not.

How did you feel when you were doing that?

\Jf LMVJF aﬂol Hw@ g[ug SMeHeJ Loaol.

|s there anything you would tell someone to bring
that was going to the hospital the first time?

Books. puzzles. You only have a TV Tn your room.
that's pmHg much Tt and Your bed. You can
bring arts and crafts and coloring.

If one of your friends went to the doctor and the
doctor told her that she had epilepsy, what advice
would you give her?

| would say Tt's a scary feeling ™ the first place
but then once you find e\/elfUEng. all the peop{@

who have 7t you dont really feel alone. If you
sl@ep and fTake your medicine and eat you won't

VeaHg have any sefzures.

ralna

age 9

How do you feel about epilepsy?
At {Trsjt | d7dn't lfeaHg [tke 1t but then there
was a walk n Washington D.C. that | saw so
many peop[e had epﬂepsg and 1t dtdn't VeaHg

make me {ee[ alone with 7t

What was your favorite part about it?

When some peop[@ made some speec%es Eefore

we started the walk. The peop[e that had
epﬂepsg goJf to wear purp[e shirts and thetr
famﬂ“f@s and whoever else came to the walk
goJr to wear white shirts. So you go{ to see

eVeryone else who had epﬂ@psg n purp{a.

MmHmm. There were lots of purple shirts.

Was there anything you learned from going
fo the walk?

| d7dn't f@e[ alone. And the walk lﬂ@[ps

for research.

once you f
all the people who have it...

you don't really feel alone.



Do some of your friends know you have epilepsy?

All of them do. | have a friend who has

epilepsy so we tell each other all about

what we do. And she was on a TV show
and I'm gonna be in a book so we're both

gonna be famous!

How did your friends who don't have epilepsy
react when you told them?

It was a long time ago. They were
probably like "What2 What is epilepsy?"
and then | explained to them and they

How would you define epilepsy to a person who
does not know what it is?
When | was younger my mom told me to were like, "Okay, now what's in the

explain it like my brain was doing a jig or nachos?". They really didn't care... | don't

something, and after a while my friends think anyone really cares. Except for the

were like "Huh2" so | stopped using that boys because they were like, "Woah! That's

and | started saying that everything besides interesting!" It was so weird, | was like, why

my heart shuts down basically. are the boys so interested?! It's just

epilepsy, people!

Can you tell me about how you feel about epilepsy?
Is this something you talked about with your friends?

| think epilepsy isn't that bad compared to
Yeah but that was only when Andrea

(from ESNJ) came and talked to us (at
school). We usually don't talk about

some of the other diseases... | think it would
be easier to have epilepsy than some of the

other diseases people have, like cancer.
that. We usually talk more about what's

in the mystery meat at lunch.

WE USUALLY TALK MORE ABOUT WHAT'S IN THE MYSTERY MEAT AT LUNCH!



Don't get hyper because nothing really interesting happens besides the
fact that you have seizures and you can go to more cool places. Other
than that, you just do normal things like swim, eat, dance, listen to
music. You do whatever you want to basically. But sometimes you're not

allowed to do things like ride horses or maybe ride a motorcycle.




% Sometimes | f@@[ ATﬁCeV@ﬂJC

because nobody | know has epilepsy. But other
tmes St doesnT even bother me because | have

my shiging and my 5porjf5 and when | have that
g and when I'm with My famﬂg 7t doesnt bother
@ me becavse Tt's not as ETQ as Tt used to be.

Now I'm ol@ag wWith 7t because | know my

6 sarents and family are on my side. and | know
that | can still p{ag the SpOVJES and | can still

paVJch7pane ™ acttvities o | dont fed as {6#[ : v
@ out as | used to when | was Younger. DOﬂ Jt 5W6an l{.

If one of your friends went to the docfor and the

How would you define epilepsy to a person who
doesn't know what it is?

It's when you have seizures and Tt depends

'd say. f you need me. | can come over and | what case you have. but | wouldnt worry

"Wip UOU\. aﬂd H’]djf TJFS Ol@d\ﬁ E@CdUﬁS@ \ %d\/@ TJF aboujf T% Becau\ge, Eageo{ oN mg eXparTeﬂce,

too. And that You can still do Wﬂgs as {Oﬂg 't doesnt reaHg bother me because | still

as you pulf your heart to Tt You should never do the me’\ngg that | do so. and | don't have

doctor told her that she had epilepsy what advice
would you give her?

give Up because you have one Hﬂ’ﬂg that's seizUres anymore 5o that's a Aeﬁm’ﬁon
bad. And | aMags gojf your side so ts going
0 be oRay.

There are other peogﬂe ™ the world who..
well this 7s what My mom aﬂmgs told

| Wwas a Eabg... | don't remember. Just from me... there are 9629{6 who are WOVS@ Jfbaﬂ
what | heard Tt was TUSJC that | gojf r@aug My case. U“a\/@ 't easy. | don'T have Tt
rod and afjter | would {uﬁf Jant +o go o that bad. 'm sure that other cases are

l@@p. and | iuess | could have sometimes — Worse than epﬂepsg. So don't let epﬂepsg
$

; He Ssick. ed eoended. depende ?ﬂ@c? you o‘ov\m BechSe You can a{v\/ags
- : : WH”,’{I:Q{EPZA 4 : 72l geJE back up Tt you pulf Your heart To 3T,

-\

Can you describe what it was like fo have a seizure



YOU SHOULD TELL YOUR CLOSEST FRIENDS FIRST. Do you talk to your friends about it?

Yeah I do. I told my whole

It you had fo define epilepsy fo a person wh‘o hg;ﬂ never heard of class in third grade that I had
it before how would you define it &Pi1épsy? /Sohetimes I tel 1 my
I would say it's a disorder that goes to your friends that I have it.

brain and it makes you have really bad stuff
happen in your brain.

How do they react?

Epilepsy is a brain disorder... you have to Well they don't make fun of me at

go on medication in order to control it, and 2all. I thought they would but they

like get brain surgery. Or if you're a kid don't. They don't laugh. One time

you could grow out of it. You're gonna have in third grade they made a banner

to.. if you run tests they'll find a cure. for me when I told my whole class
when I was in the hospital. At

If one of your friends went to the doctor and the doctor told hm ~ f£irst I thought it was gonna be a

that he had epilepsy, what advice would you want fo give him? total disaster but then I felt
really good and ever since then I

I've actually had that experience before. My told the people what I have and
friend has epilepsy. At first my mom told me they've been fine with it’
and so at first I kind of felt bad for him
and the advice I gave to him is always tell
someone if you ever have a seizure. Before Py
you tell everybody you have epilepsy in N <
school you should tell your closest friends
first or someone that has it and then if
they accept it, just tell your friends and
then start to tell other people about it.
When you go to the hospital, don't be
nervous when you get your wires done.

Could you tell me what it's like when you
have a seizure?

It's when everything freezes and what
just happened I forget, like I was
doing something and right after I had
it I forgot what I did. The second one
is an absence seizure where I just
stand there and do nothing and I see
nothing but black. And my dizzy spells.




“I thought that a lot of people didn't have epilepsy

But actually, there were a couple people in my school.”

C so | thought | was the only one at my school that had it.

How would you explain epilepsy to a person who had never heard of it before?
Well it's really scary because L really dont know what's Mappening. People dont
know what's ha Pening, Tlne\/ dont know what \OU have and what's WIrongy so
lney‘re Jrryin@ o l/\elp but Jrlxxey dont know low.

What does it feel ke when you have a seizure?

If one of your friends went to the docfor and
the doctor told her that she had epilepsy,
what advice would you give her?

T would tell her that it's not scar.

If U don't eat a lot then you'll feel bad and then
you'll gefr Tired and then you’ll have a lot of seizures.

Do you have to take a lot of medicine?
Yeah, but it you‘re doing well then the doctor can geT
vid of some medicines.

Any advice for a kid who doesn't like to take medicine?
AT first 1 had 1o Toke |iétuid and then L Pmcﬁced
swallowing some ﬂ/\ings, smal Things ke candies, and
then I could toke the Pills. So I would say Pmc‘riae
swallowing thinas.

Sometimes a Pa\r’r of Nour bod\/ hurts, it ’ringles. You geJr dizzy sometimes.
Sometimes \oU fal.

How is your doctor?
He's nice. He gives good advice.

How do you deal with everything so well?

IJus’r 4o what the doctor said 1o do so then
I would feel better. He saidJ’ueRr wyite
ever\/ﬂning down whenever 1 ge}r 0 SEIZUre...
what time, how big it was.

Do you think that helps?
Yeah,

Do you tak about epilepsy with your friends?
With my close friends,

How did you tell them?
I Yold them "Promise not 1o tell anyone elee™
and then IJ'ugf Told them.

How did they react?
We\/ weve kind of nervous for me.

A l }’L/,‘

S\



A drawing by Claire




Don't be negative because you'll probably get over it some day.

How would you explain epilepsy to someone
who has never heard of it before?

How can | cxPIain? You have to
stay calm ofter a seizure and
Hhink Poc;iJrivc +houah+6.

JWMWW S Lt
binow uwkat %uéya% was and I Rt
AWWMM%WWJ wad

MW@MWWd,i

It one of your friends went to the doctor and the
What about just general feelings about

epilepsy? When the doctor first fold you,
what did you think? Were you confused?

doctor told her that she had epilepsy, what would
you say fo helo make her feel better?

| have epileps and 'm being strong about
Kind of but | thouaht | needed it. I'm +hin\<ina Posi’rivc +houf] ts because |

to think positive thoughts and | know that I'm going to get over it.
knhow Elnai- I'm ﬁoina to ac’r
over it cvcn+ually.

" your child starts to have
seizures you should do
research about it.. you can ac+
inFormation and Find out more
infFormation for what seizures
are. Know about seizures and
that can help your child."

age 1/

Jus '
t after a seizure, stay calm and think positive thoughts



How would you define epilepsy fo a person who does not ‘ ;

know what it is?
You are Just a normal kid that has seizures. Youre Just
[7ke any other kid. \

Can you tell me a little bit about how you feel about epilepsy?

Kind of embarrassed. Kind of special because you
can get whatever you want sometimes! But not all
he time.

Can you tell me how your friends reacted when you
told them (you had epilepsy)?

They sa’d. Really? | don't care!”

So it wasn't a big deal? No.

What did you tell them?

| sa’d you cant tell anyone becauvse | dont want anyorne to
know. | satd | have setzures and we went on to our normal,

plagfu{ sel\/es. ‘ ’\ \\

If one of your friends went fo the doctor and the doctor told her that she had epilepsy?

vou'll be fine. You're a normal kid but Just with sefzures.



How would you define epilepsy to a person who doesn't know what it is?

As it there was a thunderstorm going on inside your head
where different things are being set off’ that are causing your
body to do something you don't want your body to do. That's

how I would basically explain what's going on for a seizure.
Let's say somebody came up to you and said
"What is epilepsy?"
My explanation is probably more when
somebody has seizures.

Can you tell me a little bit about how you feel about epilepsy?
In the beginning I felt very unsure and very confused and | ¢ e
didn't understand what it was exactly... But now ['ve made it It S d efl ni t el
where I really try to teach other people to understand what m
it's about and understand that it's not scary and you shouldn't
be afraid of somebody who has it. I made it more of a to b e afra i d of
positive thing , so it's almost me being a walking experience '

of how you could make it a good outcome of more of a
negative part of your life.

Nobody knew what epilepsy was and so I wanted to make it my goal to try and get people to
understand what it was and that it's actually out there and it's very common. It was weird how
some people would keep it a secret. I even kept it a secret at a time but finally told my best

friend who completely didn't change what she thought about me which made me feel a lot

better, which made me feel very weird to think that other people don't get to feel that because

they keep it to themselves.




What did you tell your friend?

She was into just talking about anything at the moment but then I told her, "I need to let you know
something about me, that I've been sick for quite a while," and she was very confused but then I
said, "I have epilepsy," and she paused for a moment and she didn't know what it was so she asked
me and I tried to explain it as best as possible. But her exact words were, "Well you're still you!"
and she just kept on going with the conversation from before. So she was the first one I told and I

tfelt very relieved.

If one of your friends went to the doctor and the doctor told her that she had epilepsy, what
advice would you give her?

My advice would probably be to not be afraid and I would always be there for the friend and for
anybody else who had a problem and that it's not something that you have to fight on your own or
feel like you have to be strong. You have your weak moments and it's okay to have them. It's scary

at times but it's not the end of the world for you and you can live through it.

Tips for taking medicine?

Certain medicines I remember not wanting to take it, it tasted terrible. But I knew it was going to
make me feel good, and make me be me, and not have any seizures going on. I knew that it was
going to help me so that's what keeps you going, to make sure that it's going to be for your health
and you'll be all good with it.

L You have @U[T‘
W@@ oments and
S@ yt© a\/@




How would you define epilepsy to a person who doesn't
know what epilepsy is?

L il oLuiJre haven't figured out how to explajn it m\/self o my
friends. L usuallyjugf say I lnavejugf small seizures but Jrlney're
nothing;, you wouldn't notice; it's not like I fall on the floor or
start shaking. You would think that L was not listening fo \ou or
staring off. IJr‘sJugf ittle, small things that... it's not reallx/ that
noficeable L guess. L stil don't know how to reall\/ desceribe it

Anything about your emotions going
through all of this?

It was hard when I was Nounger., and I mean it stil
IS, but it could be worse. I'm grateful that it's not.
And, i’r'sjusf something you have to deal with every
Aay. Like I said, when I was Nounger” in grammay
sehool, middle sehool I was like ‘Oh my o0d, it's S0
embarvassing Buf I mean, it's becoming less of a

big) deal To me because L have lived with it for o long
so I learned to deal with it. It's getting better, 1

I one of your friends went to the doctor and was told
that she had epilepsy, what advice would you give her?

1 would Probablx/ el her that it is really havd at first, lke first
learning wil be havd. I was oo young o really understand. But it's
hard 1o deal with sometimes, and when I vun cross counfry, for
example, 1 have o really listen o my body and moke sure

think. It's not that bad.

How did your friends react (after you told them
you had epilepsy)?
Well ﬂney all wereJ'uer like, "It doesnt change the
way we feel about you. ‘Youre stil one of our best

nothing lf\appens and even smpid things like strobe lights when we  friends and it doesn't.. T mean, it worries me but

went 1o a haunted house, I had to kind of s‘ray away from that.

S0 it's havd sometimes. But you're not alone. It's not lke you're

the onl\/ person. Even friends who dont have it, everyone stil
accePJrs \oU and even if ﬂ/\ey dont then Tlne\/'re shxpid,

it's not something we have 1o Tak. about. Tlnex/'re
J‘uer like, "You’rejusf normal like everyone else. It
doesnt moke \ou any different: ﬂ/\ey were all
suPPorJrive. It was reallx/, really nice.

“There are a lot of other people like this that you can call and talk to. It's not as bad as it seems. Don't let it freak you out”
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