The Day
Arye, Discovered His

Little Different
~ Strength

A STORY ABOUT LOEYS-DIETZ SYNDROME
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It's okay
to be you.



We're going to figure it
out together.

YOUR HEALTH
MATTERS

Mom...| hope everything
is okay.

Aryel, we've learned something
important about your body today. It's
called Loeys-Dietz syndrome.

It means some parts of your body need a
little extra care. But you won't have figure it out
alone - we'll learn about it together.




Inside your body are tiny instructions called genes. Genes are important to build connective tissues,
that hold everything in your body together. There is fibrillin that is like scaffolding, elastin that is for
stretch and collagen that is for stiffness.

Connective tissue help support your skin, bones,
and muscles, and blood vessels like your aorta.
In Loeys-Dietz Syndrome, some of these instructions
work a little differently , which means your

MAIN ART body may need extra care.

I'm right hgre with you.
We will learn
this together.

Am | going to be
okay?




It's okay
to feel worried, Aryel.
A lot of kids feel that way when
they hear something new about
their health.

JOUR HEALTy

You can still play, learn, and
laugh. You may just need to be
a little more careful with
some things, especially

for your aorta.

Will I still be like other
kids?

You also might need to visit your
doctors more often than some other kids.
| understand that can feel annoying
or even scary at times, but we're
all here for you.




Mom, what if something
happens to me?

That felt
like a lot
all atonce,
didn't it?

Learning that you have
Yeah... | didn't really Loeys-Dietz Syndrome can feel
understand. overwhelming.
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...But you won't go through it
alone. Let me show you

\something.
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In your body
some parts can
be weaker. So,
we need to pay
extra attention

to keep these
parts strong and
keep you safe.

CHECK-IN
g L
MRI

a big highway that pumps |
blood through your body and
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keep it strong.
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we especially need to : W

AORTA
HIGHWAY
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/ You have awhole
big team who Y
will help you [

make your body

. strong and keep you

D \ as safe as

P, possible. A




Your heart is like a pump that
sends blood all around your body.
The aorta is the biggest blood
vessel connected to your heart. Think of it like
the body's main highway, carrying blood
wherever it needs to go.
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Because of Loeys-Dietz Syndrome, \
the wall of the aorta can sometimes
stretch more than it should.
That's why your doctors check it
regularly to make sure it stays
healthy.

So that's why | will
have all those
appointments?




Exactly! Your care team
keeps a close eye on your
heart and aorta so
you can stay
safe, healthy,
and strong.
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Are there other
kids like me?

Yes. There are other children
// with Loeys-Dietz Syndrome too. Every
| child with Loeys-Dietz Syndrome is different.
e Some children need more doctors
visits, while others need fewer.

Some face bigger challenges,

/ and some face smaller ones.

{ But no matter what their journeys
look like, they are never alone.
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Some of them have had very hard journeys,
and when that happens the whole team looks
after them every step of the way
to make them feel stronger.




I don't feel
Strong.

You don't have to feel
strong all the time.
It's okay to have
: hard days too.

Being strong doesn't mean being
brave all the time. Somtimes

it means asking questions, sharing

your feelings, or asking for help.

You're learning how your body
works and that's an important kind of
strength.




Dolgettobea
Captain Strong
some day too?

You get to be Aryel. Every
child with Loeys-Dietz Syndrome has
their own little different strength

Really. Some children \ So, what's my
are strong because they ask Strength?
questions. Some are strong because
they face challenges with
courage. Some are strong

because they never
give up.
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“That is for you to discover.
But | think you're already finding it.

Aryel learned something important: every child with
Loeys-Dietz Syndrome has their own Little Different
Strength. It may look different from one child to
another, but it is always there, waiting to be
discovered.
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Aryel learns that being differe T
does not make him weak -
it makes him uniquely strong.

With the support of caring doctors, family,
and friends, he begins to understand his journey
with Loeys-Dietz Syndrome and discovers

the courage inside himself.

This story helps children and families =
talk about their rare disease, self-confidence,
kindness, and resilience in a gentle and
encouraging way. 7 "
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You are strong just the way you cn:
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