
 
 

 1 

 
 

My sibling has Down 
syndrome…what does that 

mean? 
 

Sibling’s Guide to Navigating Life 

with a Brother/Sister with Down 

Syndrome  

 

 

 



 
 

 2 

 

Table of Contents 

 
For younger siblings: Common questions answered....3-4 

 

How do I treat my sibling?………………….………………5 

 

How do I explain Down syndrome?………..……………...6 

 

Communicating with my sibling…………………………..7 

 

Celebrating your sibling.……...……………………………8 

 
For parents or older sibs: Sibling stories………..…….9-18 

 

 

 

 

 

 

 

 

 

 

 



 
 

 3 

What IS Down syndrome?  
 

Down Syndrome is something that causes differences in 

the way a baby looks and learns. No two babies with 

Down Syndrome are quite the same, but they are often 

extra flexible, have eyes that slant upward, have small 

ears and a small nose, and grow more slowly than other 

kids. They also tend to learn more slowly than other 

babies. But every baby has his own personality and will 

look like other members of his family. 
Stuve-Bodeen, Stephanie. We’ll Paint the Octopus Red. Woodbine House Inc., 1998.  

 
 

Why do some babies have Down 

syndrome? 
Babies with Down syndrome are born with one extra 

chromosome in some or all of their cells. Chromosomes 

are tiny, thread-shaped things inside your body. They 

contain the directions that tell your body how to grow. 

These directions tell your body what color your eyes and 

hair will be, how big your nose will be, whether you will 

be a good singer, and many other things. When a baby 

has an extra chromosome, it mixes up his body’s 

directions a little. That is why babies with Down 

syndrome look a little different from other babies and 

have to try harder to learn. Nobody knows why some 

babies are born with Down syndrome, but we do know 

that it is no one’s fault. 
Stuve-Bodeen, Stephanie. We’ll Paint the Octopus Red. Woodbine House Inc., 1998.  
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Why are some grown-ups sad when 

they hear the baby has Down 

Syndrome? 
Grown-ups might be sad because they did not plan to 

have a baby with Down syndrome. Sometimes they are 

worried because the baby might need to spend extra 

time at the hospital, or have to go back for an operation 

later. Grown-ups can also be scared if they don’t know 

what to expect for their baby. It usually takes a little 

time for them to get used to their baby having Down 

syndrome, and then they can stop being sad and scared 

and just enjoy their new baby.  
Stuve-Bodeen, Stephanie. We’ll Paint the Octopus Red. Woodbine House Inc., 1998.  

 

 

Will the baby be able to talk when 

he’s bigger? 
Like any baby, he will understand what words mean 

before he can say them himself. If he has trouble 

learning to talk, he might be taught to make signs with 

his hands to tell people what he wants. When he is 

older, he will learn to talk. He may not speak as clearly 

as other children. Brothers, sisters, and friends usually 

have no trouble understanding kids with Down 

syndrome.  
Stuve-Bodeen, Stephanie. We’ll Paint the Octopus Red. Woodbine House Inc., 1998.  
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Siblings tell us that they are really good at communicating with their 

brothers and sisters who have Down syndrome.  Since siblings and 

families spend more time together, we are often more familiar with 

each other.  Often, siblings know what the expressions on each 

other’s faces mean.  They understand speech that other people may 

find difficult.  Sometimes, siblings also learn sign language together. 

 

 

Some things that might help you communicate with your brother or 

sister who has Down syndrome are: 

 

1) Listen to what they are trying to say, and watch the movements 

they are making. 

 

2) Draw pictures of what you want to say, or expressions on faces, 

like a happy or sad face to show how you feel. 

 

3) Ask a speech and language therapist for ideas on how to 

communicate with your brother or sister who has Down 

syndrome. 

 

 

 

 

 

 

 

 

 

 

 

 

https://www.youngsibs.org.uk/info-and-advice/ 
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Siblings tell us there are lots of great things about growing up with a 

brother or sister with Down syndrome.  Siblings often learn things 

like sign language, or first aid, or patience, or empathy and they feel 

proud about these new skills.  Many of these skills will be really 

useful in life for being a good friend and good person, and also later 

in life when you’re older. 

 

 

Some things you can do to celebrate the good things: 

 

 

1) Make a list of all the things you have learned to do as a sibling 

that other people your age might not know about. 

 

2) Give a presentation or speech to your class, group, or church 

about the skills you have learned through supporting and 

loving your sibling with Down syndrome. 

 

 

 
 

https://www.youngsibs.org.uk/info-and-advice/ 
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According to research on siblings who have a loved one 

with Down syndrome, compared to their typical peers, 

“siblings are more compassionate and well-adjusted 

than their peers (Dykens,2005).” 


