Growing up with a Sibling with Severe Epllepsy,

16U ARE NGT Al

Severe epilepsies, such as Dravet
and Lennox-Gastaut syndromes,
are rare and difficult to treat -
affecting not only the individual
with severe epilepsy, but also their
entire family in many ways."?

Are there times when you feel unhappy?

FEELING UNHATPY IS SOMETHING
MMANY SIBLINGS FEEL.

_ More than 50% of all siblings reported
) experiencing feelings of unhappiness
ranging from sometimes to a lot.’

Do you ever feel grumpy?

IT'S GK TG FEEL 6RUMPY GR ANGRY.

54% of siblings aged 9-12 reported
experiencing feelings of irritability

or grumpiness sometimes or a lot.

Most of these kids also report they are
easily startled and unhappy. Some (29%)
reported having bad dreams.®

Have you ever worried that something might
happen to your sibling with severe epilepsy?

BEING WGRRIED ABGUT YGUR
SIBUING IS UNDERSTAVDABLE.

79% of young siblings aged 9-12
expressed fear that their sibling might die.

The Sibling Voices Study which included young
siblings (ages 9-12), teenage siblings (ages 13-17), and adult
siblings (ages 18 and over) was created to help families
understand more about what it is like to have a brother

or sister with severe epilepsy.>* The results showed that
siblings of children with severe epilepsy may be at risk for
having anxiety or depression at some time in their lives,
and many expressed fear that their sibling might die.>*

GTHER CGNCERNS FRG SIBLINGS

The top concerns reported by young siblings™ are:
« Feeling worried/scared
« Getting less parental attention
» Worrying about their parents being stressed
» Having their activities disrupted
» Having more responsibilities at home
« At times experiencing feelings of embarrassment
about their brother’s or sister’s epilepsy
#Siblings 13 years of age and younger

[ YoU CAN DG:

| Talk with your pediatrician, counselor or
other trusted adult about what you are feeling

2 Connect with other severe epilepsy siblings
and families

2 Ask to be part of your sibling’s treatment and care
% Focus on your special talents & interests

£ ltis okay to have fun & do things you enjoy!




AND SCYMETHING
REALLY IMMPGRTANT
16 KNGW IS THAT:

%2% GF SIBLINGS

aged 9-12 reported high scores of sadness

THE BGTTGM LINE

It’s tough for kids who
have a brother or sister with
severe epilepsy.

20% GOF PARENTS

reported recognizing signs of
a high degree of sadness in siblings.*

FIND GUT MGRE

Did you know that siblings who felt more
knowledgeable about their sibling’s severe epilepsy
and/or informed of ways to help seemed to feel

, . less depressed or anxious about their brother’s
That’s why it’s important that

you reach out to talk to someone
when you have these feelings.

or sister’s epilepsy?® Knowledge can be power!

Here are some ways to find out more about
your brother’s or sister’s severe epilepsy:

« Talk to your family, grandparent, aunt, uncle,
teacher—whoever you are comfortable talking
with. And it’s also okay to ask for help from
your doctor or healthcare provider.

« Talk to your parents about how to help
during a seizure

« Talk to your sibling’s doctor

« A licensed therapist or counselor
can be super helpful when you may
be feeling overwhelmed or stressed.

« Talk to other siblings who have a brother
or sister with severe epilepsy

« Find out if the patient organization in your

« Talk to your mom or dad about it. i L.
community offers a sibling support group

Probably the most important thing you can do is to

YGUR FARENTS LOGVE YGoU
AND WANT TG SUFFGRT 46U.

but sometimes when caring for a child with
severe epilepsy, it’s easy for the other kids
in the family to get lost in the shuffle. Not
on purpose, but sometimes it just happens.

talk to your parents. Share how you feel, good or bad.
Even though they love you and want the best for you,
your parents may not be able to see what you are feeling
inside about all the stresses and challenges of life with
rare epilepsy. 1t’s up to you to let them know.

Don’t be afraid to speak up and ask for help.

YoU ARE WGT ALGIVE.
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q:] Inspired by patients.
AL [ 4 Driven by science.



