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FOREWORD

Wo
ﬂ@gvet andwe?

Hi, ’'m Lily! I'm 9 years old. I like chocolate and bike rides, and I
dream of becoming a dancer when I grow up! This is my story.

This comic book is filled with the adventures of me and my brother,
Leo, who I love playing with. He has Dravet syndrome. Mdybe you
have a sibling with Dravet too?

You may be wondering — do I really exist? No! But my story is
inspired by people who have agreed to share their stories of having
family members with Dravet.

Having a sibling with Dravet is different for everyone. People with
Dravet have different skills and abilities. They may have some but
not all things in common with Leo. But I hope you'll see a bit of your
life in my stories and feel less alone. I hope you find comfort that
others dre going through the same thing as youl!

If you have questions or don’t understand something while reading
this comic book, you can ask an adult.

I can’t wait for you to read my story. I hope you will like it and that it
helps you!

Best,
Lily
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This is my brother, Leo! He is 11
years old and he loves to pose like
a rockstar for photos! Some of his

favorite hobbies are ...

Playing video games with me ...

... he also likes to watch his
favorite TV shows ...

e
o

N

... or he'll listen to bedtime stories

with Mom.

Is Leo like the other
children? Sometimes
Leo can't do the same
things other kids his
age can do.

He needs help from Mom
to brush his teeth, get
dressed, and eat.

adaptive bike!

He enjoys riding his

He also enjoys the pool
with family!

children have Dravet in the world.

Dravet
syndrome

It is a rare disease. Only 1 out of 40,000

It is an epilepsy disorder. The doctor
diagnosed Leo at one years old.

That's when my parents knew that their lives
would be different from what they imagined ...




Dravet has a lot of symptoms: He likes to listen to the same He also has trouble
music and watch the same conhcentrating and gets

Leo has trouble sleeping. He wakes movies over and over again ... tired very quickly.

up in the middle of the night and
doesn't get enough sleep.

He has behavior problems:
Sometimes he can get hyper or
angry. It is not always easy for
us when he gets like this!

The seizures make his whole
body shake. He starts drooling
and can’t speak to us. He stares
into spdce and can’t answer our
questions.

A seizure is like an abnormal electric pulse that
starts in his brain and goes through his body ...

2

It can be very scary!!
"
These seizures can happen anytime,

; ; The seizures can make him go unconscious.
anywhere and without any warning.
v g d When that happens, he can fall and get hurt.

NN

They can last a few minutes or even hours!!




To limit the seizures, Leo takes two types of medicine: Now that Leo is older, seizures are

One every morning and ... and the other is an emergency often short, and I've dotten used
every evening ... medicine to stop a seizure to it. But if the seizure does not

when it happens. stop, we have to call 911. Then my

brother has to go to the hospital.

The longer the seizures are, the more Sadly, this disorder cannot be cured. But there are
dangerous it is for Leo and his brain. He has medicines that can help control his seizures ... But no
trouble learning simple things such as counting matter what, my brother is a fighter! He has a happy-
and the alphabet. Sometimes he has to relearn to-go-lucky personality, has fun with everything and
simple things. The seizures also make it difficult is often fun to play with!

for him to walk.

At first, my parents had to change their And for me, it is not always easy
work hours to help Leo during the day. being the sister of someone who
For example, they have to take him has Dravet syndrome. But he's my
to different doctor appointments and brother and I love him a lot!!
care for him when he has seizures.

Dravet affects my
brother, but it also
affects me and my
parents. It's our job to :l ,l p
help, support, and protect ‘
him the best we can. ®
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ONE SUNNY AFTERNOON ... (/ ~ )
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g Mom, mom, Leo is having a seizure!ll
Oh noll You're /(j)
having a seizure!! — &
"}
e
Mom, was this

my fault?

Y y S T ———
G
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Sweetheart,
seizures can happen at any time,
especially after spending too much

time in the sun! The important
thing is that he had fun with you!

ONE HOUR LATER ...
I'm sorry for what happened

o, (feeling better? || earlier. I didn't realize we were
7 o N outside in the sun for so long ...
le.0] ' / =
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AT LUNCH ...

Leo and Lily! Let's eat!!

Lily, please come
right now ...

Ah, there you are, Leol!
Come join us..

Mom, I don't
like pedas ...

But I don't
like them!

Here dre some
for you, Lily.
|

Leo, would you
try some peas?
No? What about
a yogqurt? OK, let

me get it for you.

THIS IS SO
UNFAIR!

Lily, sweetheart, you
know it is important

for Leo to eat. If we

force him, he may not

eat at all ...

You give him
everything he wantsl!

Also remember, he needs to
take his medicine with food. So we
can't rush or force him ...

Yes, I know. Sometimes I feel like
I'm the big sister, and Leo is my
little brother even though it is the

other way around. It makes me

Hey, big brother, it's time

And now that he's going
for a nap, we can spend
some dlone time, just us
big girls!!
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ONE AFTERNQON ... |

I packed water bottles,
cookies, a map,
sunscreen, and helmets
for everyone ...

We are ready to go on
our bike ridel

And I've packed a change
of clothes and emergency
medication for Leo ...

Hold on! Leo is getting tired.
We should stop before he has a
seizurell

Let's head home now! The
last one home is a rotten

This is a perfect spot for
a break anyway!

Sometimes I wish I could\
ride with Dad on the
tandem bike too ... Maybe
next time I'll ask!







Dear :DL(LNE;, I am usbr"bbl,n,g te yow

I am net fee,ﬂ'm, uoell b@dﬂu,g. I hawe a
Bef@r‘e ﬂeammg te gr'mm:ﬁma,'s howse.

tumimy ache, and T dent ueant te tell m
arents. I feeﬂ bad f@r‘ teﬂﬁbmg them when
I feel sich because they afready hawe se
much en their [a‘ﬂmbe with Leeo ..
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T'ee been ﬁaubi,n,g stemach It r'u,ruf,smjfg starts te T weent te the schesl nurse,
pains f@r‘ the past cew[a‘ﬂe hurt at n,i,ght; and she said it is because
ays neus, wcbwaﬂﬁg I am h@ﬁ(ﬂbmg a let of

J— emetions unside ..

And that I sheuld talk
te semeone about it. But
with uohem?

I fe,eﬂ like the whele werld

rewslues areund £eo and
that I den't F)@E@rbg here.

Yow kiveue, 1 fe,eﬁ remﬂﬁg

Fortunately,Lee is here. He
ﬂ@meﬂg semetimes.

may net (Lﬂuwmgs understand
u&ug I'm sad, but he dees
make me ﬁ(xwgh, and it erbs

me i a better meod.

But I alse kneue thats net true.

I hneuwe that m parents lowe me,

and they are (P@Lrng their best te
spend time woikh me.




In bhegwtjwre, T weeuld
tike te be a nurse. That

But ... T think I weuld be

way, I can Fwﬂp my better at &wmcbmg!

parents weith £ ee.

What Lf I become a super
fmmou,s dancer? Then I weuld,
hawe p{embg @f meney te heﬂp

with, Drawet sgmﬁreme research!

grmm({mw will be here seon. I louwe geing te fer huowse on the weekends and, sp'mdlbmg
one-on-one tume with her. T bowe that ssmeb@dﬁlé[ s there te take care @f me, just me ..

v Vv

)

De yow think I am Bebmg seﬂf'bs?b?

I (Lﬂusz,ags [ML(:YL m E)(Lg on my euar. Semetimes I
[rr(wh extra cﬂ@t;hes ecauwse I might need te stay at
grcuudﬁmms howse a little wohile E@mger

Semetimes I think it wweuld be easier te liwe with
hier, but I cant! I weuld miss £.e0 tes much!!

Sounds like gr(xm&ma, s here!

@
7:‘ 2 \(“,\C))U
il (\/)
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I still hawe a stemachache.
De yow think I sheuld tell
gr‘mrufnux abeut it?
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ONE NIGHT ...

Thud thud thud ... BOOM! |

2R 7

L

P

CLANKU!

&

Come on, my darling, it's
late. We have to go back
to bed...

Leo, you can't keep doing this.

We're going to be very tired
in the morniry\/J

LI

T

ankfully, I do not have
school tomorrow!
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Sometimes Leo gets obsessed with his favorite
TV show. It's not easy for me and my parents
.. especially today, he’s watching the same
episode over and over again on full volume...

& O

In a meeting, my Dad

Could
says to his cj@ repedt t
/> /

And there, my mom is ’] ]
trying to get some rest ...

I can't concentrate ...

do my homework!

Z
As for me, I'm trying to

Mom, I am going to
unplug the TVII

it anymore! Leo is

mel

Mom, I can't stand

watching the same
episode over and over
again. It’s too much for

I know, honey, it
can be frustrating!

And you know, if we stop the show before it
ends or if we lower the volume, he will get
frustrated and throw a tantrum. He has a hard

time managing his emotions, sweetie. —"

P

”

But, you are right, he has been watching tv for a
while now. Maybe you and Leo can play together?

But remember, your brother
learns by repetition. And the
tv show is calming for him to
watch. It is good for him!

¢

Hey Leo! How

1

.. The Three Bears? 4




)
S
NS
i,



ONE AFTERNOON ...

Hello! Come in!
Come inl!

o

g

o] ro

Come on girls, let’s go up to my
room. I took out all my games!

Umm ... Lily,
what is your
brother doing?

Well, uh ... he likes to
dance to the credits of
his favorite TV show ...

Haha

But it's so weird!!

And he's still in
his pajamas!

. 2

He's like a blg baby!

Because my brother has
Dravet syndrome ...

sister ...

But he’s super nice and funny,
and he never tells me to go
away because I'm not his age!!

Sometimes what
he does seems

strange, and it’s

not always easy
being his little

Not like my
brother ...

Or like my
big sister ...

Besides, his dance is

&

try!

\prettifu;!//

Your brother is
so cool!







Yay, Leo! We are the
world champions at biking!

C

R

Leo! You're
pedaling!

Dad, mom! Come
and seel Leo is

pedaling all by
himself!

He's been trying
for so long!

That's
great, Leol!
Bravo!

We are so
proud of

Say what you
want about him,
but my brother
IS so strong ...



This comic illustrates stories
from the families of children
with Dravet syndrome, with a
focus on their siblings.

For readers ages 6 and up.

Happy
aqu
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