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If you're reading this, it means someone really special in your life—
someone you know and are close to, like a brother or sister (also called a
sibling), cousin or friend - has something called CDKL5 Deficiency
Disorder, or CDD for short. Some people call CDD just CDKL5. That might
sound like a lot of big words, but don’t worry! This booklet is here just for
you.

We know that being a someone who knows a person with CDD who you are
close to can be full of love, questions, and maybe even some tough days.
You might wonder why the person who you know with CDD does things a
little differently or why they need extra help. And that’s okay!

This booklet can help you to understanding more about CDD, what it
means for your family, and most importantly, how amazing you are for
being a part of the person you know with CDD’s life. 

Whether you feel curious, confused, proud, sad, or a little bit of
everything, you're not alone—and this is a safe place to explore those
feelings.

Let’s get started!

Who is this booklet for?
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Genetics is about how we get special instructions (like a recipe) from our
parents that decide things such as our hair colour, eye colour, and many
other traits. Those instructions are written in something called DNA,
which is like the body’s instruction book.

Inside our DNA, there is a gene called CDKL5. This gene helps the brain
grow and work properly. If there is a change or mistake in the CDKL5 gene
—like when a word is spelled wrong in your instruction book—it can’t do its
job the right way. This causes something called CDKL5 deficiency.

CDKL5 Deficiency Disorder (CDD) is a very rare condition that affects the
brain. Some people call CDD just CDKL5. Children with CDD are born with
a little change in one of their genes—the CDKL5 gene—which helps the
brain grow and work properly.

What is Genetics and CDKL5

What does it mean?
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Because of that little change, children with CDD might:

Have seizures (brain takes a quick break and the body
shakes or acts differently for a little bit)
Find it hard to talk or walk
Need help eating or moving
Use a wheelchair or special equipment

But guess what? They also smile,
laugh, and show love in amazing
ways.



You’re not alone!

How can I help?

Lots of other children who know someone with CDD who they are close
to, know what it’s like. And CDKL5 UK is always here to support families
like yours—with kindness, answers, and a big green heart.

The green DNA strand with a heart at the
top is called the Heartlix. 

It shows that even though CDKL5 is a gene
problem, there’s SO much love.

Families, friends, and helpers all care a lot—
and work hard to support amazing kids like
the person you know with CDD. 

Why the Green Heart in the Logo?

You’re already a superstar! But here are some cool ways to help:

Give cuddles or smiles
Be patient when things are tricky
Help with little jobs
Ask questions—it’s okay to be curious!
Talk to someone when you need support too
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Who can I ask for help at CDKL5 UK?
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If you feel you need someone to talk to, if you need help or support with
some difficult things, or if you just want someone to listen to you - there
are lots of people out there who can help you, including CDKL5 UK. 

Carol-Anne is the Family Support
Champion at CDKL5 UK. She knows
all about CDD and the things that can
be hard about it. She helps lots of
people with CDD and people who
know someone with CDD who they
are close to. 

You can call Carol-Anne to talk about
how she can help you or how you can
find support for yourself or for the
person you know with CDD. Her
phone number is 07572 986 039.  Or
you can e-mail her at
carolanne@cdkl5uk.org 

Follow CDKL5 UK on social media!

www.curecdkl5.org.uk 

 @CDKL5UK

 @CDKL5UK

 @CDKL5UK

You can also reach out to Carol-Anne on CDKL5 UK Facebook Messenger.



Sibs UK
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Sibs UK is another amazing charity, specially for siblings of someone who
has a disability, like CDD. It doesn’t matter how young or old you are - Sibs
UK supports children and grown-ups of all ages. 

On their website, you can find lots of helpful information about being a
sibling of someone with a disability. You can speak to a Sibling Advisor - a
person who can support you as a sibling - you can meet other siblings, or
you can take part in sibling groups like art workshops. 

www.sibs.org.uk 

@Sibs - for brothers and sisters

@Sibs - for brothers and sisters

@Sibs - for brothers and sisters

Follow Sibs UK on social media!

Sometimes siblings can feel like no one else
understands what things are like for them, at
home or at school. Sibs UK can help. 



Questions you might have

“Did I do something wrong?” - Nope! CDKL5 just happens. It’s
nobody’s fault.

“Will they be OK?” - There are many people helping the person you
know with CDD - doctors, therapists, and your family. These
professionals are doing everything they can to help them to be safe,
comfortable and happy.

“Can they get better?” - There’s no cure yet, but scientists are working
hard! And every day, families find ways to make life full of love and
fun.

“Is it okay to feel scared, sad or angry sometimes?” - Yes! It’s totally
normal to feel scared, sad, angry, or even upset sometimes. We
always want you to share how you're feeling so we can help you feel
better too.

“What if I feel embarrassed when the person I know with CDD is
different in public?” - That's okay. Lots of people feel that way
sometimes, and it doesn’t mean you love them any less. We can talk
about ways to make you feel more comfortable.

"Is it normal that sometimes I wish things were different?" - Yes,
that's completely normal. It doesn't mean you don't love the person
you know with CDD; it means you’re having natural feelings that lots
of other people have too. 

“What if my parents or family members don’t have time for me
because of the person I know with CDD’s needs?” - You are
important, too. Even when things feel busy, your family cares deeply
about your feelings, and we'll always make special time just for you.
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Words to know

Seizure - a seizure is what happens when the brain’s signals get a bit
mixed up for a short time. During a seizure, the person you know with
CDD might stare into space, shake or move their arms and legs
uncontrollably, go very still, or be confused afterwards. They don’t feel
or act like their usual self during a seizure, but it only lasts a short time.
It’s no one’s fault, and they can’t control when it happens. 

Neurologist - a type of doctor who helps people when their brain, nerves
or muscles aren’t working quite right. They know lots of things about
seizures and how the brain talks to the rest of the body. 

Therapy - fun and helpful activities with a grown-up, like speech,
physical or occupational therapy. These things help the person you know
with CDD to learn new skills or get stronger. Therapy can also be helpful
for you, if you need someone to talk to. 

Medication - medicine that helps with things like seizures or helps the
person you know with CDD to feel better. 

Nonverbal - when someone doesn’t use words to talk, but may use other
sounds or hand signals or gestures. 

Wheelchair - a chair with wheels that helps the person you know with
CDD to move around if it’s hard for them to walk. 

Support worker / carer - a kind helper person who spends time with the
person you know with CDD to keep them safe, happy and healthy. 

CDD specialist doctor - a type of doctor who knows all about CDKL5. The
person you know with CDD will be registered with a CDD specialist
doctor at the CDKL5 Centre of Excellence in Bristol. 
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How I am feeling
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You can use this space to write down how you are feeling, or any
questions you may have for your parents, doctors or for CDKL5 UK. 



Colour in the CDKL5 Superheros!
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Disclaimer: We have made every effort to ensure that information in this publication is correct at the time of
going to print. We do not accept liability for any errors or omissions, and policy and practice may change. 
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