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- STRUGGLE GR BE IN PAIN.
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ITISNVT EASY HAVING
A BRGIHER GR SISTER
WITH A RARE EFILEFSY.

When your sibling has a seizure

or other health emergency, it can
disrupt everything going on in the
family, interrupting your plans and
requiring you to step in to help, or
step away for a bit. You may feel like
nobody else your age has to cope
with these kinds of challenges.

The reality is, there are many, many siblings out there who are just like
you: resilient, strong, brave, but also, sometimes, struggling. Lots of
people in the rare epilepsy community put this journal together to help
you cope and to celebrate how important you are!



WHAT /NAKES YoU LAUGH?
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If you had to PICK GVE SGN6
to play continuously, non-stop,
in the background of your life,
what would it be?

Which HCTIGNAL CHARACTER
do you relate to the most?

What are the words that you
need to hear to STAY 6RGUNDED?




What are five things
THAT MAKE Y6U UNIQUE?
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" BELIEVE IN YOURSELF




If you were writing a letter to yourself

as your best friend, VWWHAT WGULD YGU SAY?

-—
TR

-1 DON'T KNGW 4G,
BUT [ ALREADY

KNOW THAT
46U RE AWESGIM

—another rare epilepsy sibling




What is the BEST GIFT you ever received? Write about a favorite FAYWILY TRADITIGN

(or one youd like to start).

What gift have you given
that’s brought you THE /hGST 16Y?
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What is your favorite thing to do
WITH YGUR FRIENDS?

~ MAYBE YOURE
FEELING SOME GF
- THE SAMETHINGS %
“ASYNE. OR MAYBE +
YOU'RE FEELING
DIFFERENTLY.

—another rare epilepsy sibling




- FEELING ANXIETY
© IS NGTHING TO
BE ASHAMED CF-
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What do you try to remember

WHEN THINGS ARE TGUGH?
Who do you reach out to?




IF YGUR LIFE TURNVED INTG A NOVEL.
what would the title be?

(How would you illustrate the cover?)
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What is one thing people

DGN'T SEEYN TG WGTICE ABGUT YGU.
and you wish they would?
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What are the things you can't What are 3 things about the
66 GR DG WITHGUT? WOGRLD 46U WGOULD CHANGE?
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iy What is the BEST COMPLIMMENT

What does your .
Y you have ever received?

BEST DAY LGGK LIKE?




100 THINGS I LGVE

(a list to start and add to whenever the fancy strikes)
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What is something you feel
UNCOGMFGRTABLE about right now?

“% kvowiveyou Y

 ARENGTALGNE -

-~ WILL HELP Yol

(GFE BETTER AND
MAKE You A

. BETTER PERSON.-
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A Letter from Two Rare Epilepsy Sisters

T6: AN IRREPLACEABLE SIBLING

We are the lucky sisters to a beautiful girl who has
rare epilepsy and has truly shaped our lives. While
some days are challenging, growing up with our sister
has been a great joy. The lessons that we learned have
shaped us into who we are today. Below, we have
listed some stressors that we have encountered and
some reflection points that we have to share!

Hospital/ Medical Stressors

The unpredictability related to having a sibling with a rare epilepsy can
be really hard. We see you and we feel you, as we have also experienced
worry, sadness, and concern. One minute you are out to eat enjoying a
nice meal, and the next you could be rushing to the hospital. Take a deep
breath and lean on those in your life that you love. Pray, cry, listen to
music. Do whatever it is that fills you up and restores peace within you.
1f we were asked what helped us most through medical or behavioral
difficulties, it would be getting involved. Advocating for our sibling to
ensure that they are always receiving the BEST care, asking questions,
and learning in any way that we could. Everyone is different. Do what
works best for you.

Bullying

You have likely witnessed bullying or if not, you might sometime down
the road. This can be someone getting picked on at the locker bay or
someone directly targeting your loved one—making fun of the attributes
that make them special. There are no words to describe the pain that
comes when someone is bullied, but we hope that you will stand strong.
If you feel comfortable, stand up when people are being mean. Standing
up can help you combat those feelings of sadness or anger. We each have
a voice and yours is so powerful. If you are going to be anything in the
world, be kind. This is a message that strikes home to us.

What You Bring!
Wow! First, there is no way to bring justice to this section as you
bring more things to the world than we have space to write. Your
understanding and patience is unmatched. You are an unsung hero in
the role that you play. You make people smile, you care for your family.
You are smart, work hard, and truly make the world shine. We believe
that everyone’s experiences, talents and trials, shape the impact that
they have on the world. Do not forget your worth. If you have something
to say, say it. If you feel a certain way, that is okay. We all have different
paths and different emotions. Lean on your people and know that you
are not alone!

The clinsh canbe hasd, bt the view is gpeal
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What is something that you did
THAT YGU ARE PRGUD GF?
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What calms you down 00 0:% 0
when you get NAD. SCARED. GR UPSET? CR RS R
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Who do you trust the most
AND WHY?

)
)




WHAT IAKES 4ol
FEEL TRULY ALIVE?

. WHAT ARE Yol
o




Tear out pages to use to

WRITE A LETTER. STGRY. GR PGEWN
to members in your family. .>

| "RARE EFILEFSY
HAS IMPACTED
my FAmity 41
IV /mWANY WAYS. ;
BUTTHATS n6T N
ALWAYS A 4
BAD THING-' |
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What brings you THE IGST 16Y?




What is the DGMINANT EMGTIGN When you feel scared, how do you
in your life right now? FIND YGUR INWER FEACE?

Who can you share that with?
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If you could be an EXPERT G\ ANY TGFIC
in the world, what would you choose?

(How would you use your expertise?)
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