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Siblings

Resources for Parents

Living With a Brother or Sister with Special Needs

https://www.siblingsupport.org/site-images/living-with-a-brother-or-sister-with-special-
needs/view

Fasten Your Seatbelt, A crash course on Down syndrome for brothers and sisters

By Brian G. Skotko and Susan P. Levine 

http://brianskotko.com/publications/

Resources for siblings
We’ll Paint the Octopus Red

by Stephanie Stuve-Bodeen

Our Brother has Down Syndrome

by Shelley Cairo, Jasmine Cairo, and Tara Cairo

Brothers and Sisters, A Special Part of Exceptional Families

by Thomas Powell

Views from our Shoes: Growing Up With a Brother or Sister With Special Needs

edited by Donald Meyer (written by siblings)

The Sibling Slam Book: What It's Really Like To Have A Brother Or Sister With Special Needs

edited by Donald Meyer (written by siblings)

Websites
Recommended Reading For Siblings

http://www.downsyn.com/readingkids.html

Resources for parents and siblings
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Talking to Siblings

“First, I would say, ‘Congratulations! You are a big sister!’ In this day and age, chances are, older 
siblings have had more exposure to individuals with special needs than their parents at that 
same age. No point in delaying; just let them know as much as they know. Early on, I was 
given a very good piece of advice. . . do not judge your own child's capabilities by those of 
someone with Down syndrome just five years older. A lot happens in five years, and the 
available services, technology - and even attitudes - are changing at a dramatic pace, 
enabling children with Down syndrome to progress much more quickly each year than 
anyone can imagine. Warmest congratulations and good luck to the whole family.”

“I would be very honest with siblings about the fact that their new brother or sister has a 
disability that he was born with. This will cause him to learn a little differently and will 
make things a little harder to achieve. In no way will it change how much they will love 
their new sibling, and it will make her all the more important in their lives because of all 
the things an older sibling can do to encourage and teach this new brother or sister. I would 
let them have access to some of the great books about children with Down syndrome so 
they will know what to expect. I also think that getting to know families that have kids with 
Down syndrome is one of the most helpful things. Seeing what our kids are doing helps 
siblings feel better about what to expect from their new family members.”

“I explained to my oldest child that even though our baby with Down syndrome may look 
different from other babies, she was the same. Everyone looks different and everyone does 
things at different times. For her it just take a little longer for her to master. She will master 
but just not at the same time as everyone else. She may need some extra help and  
attention but she's a person.”

“Simply explain what Down syndrome is in terms she can understand and emphasize how 
capable and smart they really are. I explain children with special needs to the children in 
regular education at my school every day practically, and I always start with the ways they 
are alike.”

“As with any difficult conversation with children, I think it is helpful for parents to provide the 
initial information in very basic terms and then let the child take the lead asking questions. 
In this way, the sibling can have some control on the flow information as she is ready to 
deal with it. I know for our older daughter, we stressed that her sibling was more like other 
babies than different from them, and that he was going to need some special help and 
time to do the things that other baby brothers would do. As the older sibling has more 
questions, she may find that it is helpful to take a “Sib Shop.”

Advice from DSACT parents
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Talking to Siblings

“I would tell her that she has been blessed. My niece has Down syndrome and she is the most 
wonderful person that I have in my life. I believe that she is a little angel here on earth. 
Siblings will be so fortunate to watch this little person grow up and become the best 
brother or sister ever!!!”

“Simply tell your daughter that your family has been given a magnificent, special gift - a new 
baby! Your baby is a baby first. Please do not limit your new baby. He/she may grow to be 
more than anyone's expectations. Your newborn may grow up to be more successful than 
your other children. Just have fun and stay a close family. Keep that newborn as active as 
possible; her siblings should have lots of fun with her new baby, Down syndrome or not. 
And please do not compare your baby with anyone else. Every one of us is "special"… 
Down syndrome or not. Good luck and welcome to the club.”

“I was very matter of fact and explained the three 21st chromosomes (a science lesson). For 
older siblings who are computer savvy, they can research multitudes of information. The 
main idea siblings need to understand is that neither parent did anything wrong. Down 
syndrome is not caused by too much alcohol or smoking, not eating right, or drugs, as 
some disabilities are. My girls are now mothers and they knew from the start that they had 
no higher chance of having a baby with Down syndrome than the general population. I 
could go on and on about the positive impact of having a brother with Down syndrome had 
on my daughters.”

continued
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Siblings - Common questions from kids

Why do some babies have Down syndrome?

• Nobody knows why some babies have Down syndrome. It is nobody’s fault, there is nothing that 
anyone did or said to cause the baby to have Down syndrome. Babies with Down syndrome are 
born with one extra chromosome in some or all of their cells. Chromosomes are the part of the cell 
that contains the directions that tell your body how to grow. When a baby has an extra one it mixes 
up their 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 things.

Will the baby always have Down syndrome?

• Yes, it is not something they will grow out of.

Can anyone catch Down syndrome from the baby?

• No, the only way to get Down syndrome is to be born with it.

Why are some grownups sad about the baby having Down syndrome?

• They might be sad because having a baby with Down syndrome is not what they had planned.  They 
may be worried because the baby may need to spend extra time at the hospital or have to go back 
for an operation later. Grownups can also be scared if they don’t know what to expect. It takes a 
little time for them to get used to their baby having Down syndrome, then they can stop being 
scared and enjoy their new baby.

Why does the baby take up so much of Mom and Dad’s time?

• All new babies need lots of care because they can’t do anything for themselves. Moms and dads 
may need time teaching the baby to do things that other babies learn to do by themselves. 
Brothers and sisters can help the baby to learn too.

Will the baby go to school when he gets older?

• All children with Down syndrome can go to school. Many go to the same school as their brothers 
and sisters, and some go to schools with special classes. They learn to read, write, do math, draw 
and play sports. It just may take them longer to learn.

Why do people say that the baby is special?

• Sometimes people say that the babies with Down syndrome are special because they need extra 
time and help to learn. But they are also special in the same ways that other kids are special. All 
kids are special because they have their own interests, talents, and personalities. If you take the 
time to get to know any child you will discover that he is special in his own way.

Questions/Answers taken from We’ll Paint the Octopus Red, by Stepanie Stuve-Bodeen

By Stephanie Stuve-Bodeen
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