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Down Syndrome
Fact Sheet

· Down syndrome occurs when an individual has a full or partial extra copy of chromosome 21. This 
additional genetic material alters the course of development and causes the characteristics associated with 
Down syndrome.
  
• Down syndrome is the most commonly occurring chromosomal condition. One in every 691 babies in the 
United States is born with Down syndrome.

• There are more than 400,000 people living with Down syndrome in the United States.

• Down syndrome occurs in people of all races and economic levels.

• The incidence of births of children with Down syndrome increases with the age of the mother. But due to 
higher fertility rates in younger women, 80% of children with Down syndrome are born to women under 35 
years of age.

• People with Down syndrome have an increased risk for certain medical conditions such as congenital 
heart defects, respiratory and hearing problems, Alzheimer's disease, childhood leukemia, and thyroid 
conditions. 

• Many of these conditions are now treatable, so most people with Down syndrome lead healthy lives.

• A few of the common physical traits of Down syndrome are low muscle tone, small stature, an upward 
slant to the eyes, and a single deep crease across the center of the palm. Every person with Down 

• Life expectancy for people with Down syndrome has increased dramatically in recent decades - from 25 in 
1983 to 60 today.

• 
contribute to society in many wonderful ways.

• 
and is not indicative of the many strengths and talents that each individual possesses.

• Quality educational programs, a stimulating home environment, good health care, and positive support 
from family, friends and the community enable people with Down syndrome to develop their full potential 

Facts provided by
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What to Say and
What Not to Say

For Aunts, Uncles, 
& other Relatives

 We have received many e-mails from Aunts and Uncles of children with 
Down Syndrome who are trying to get more information about the new child 
in their family. We can not stress enough how important it is for family to 
support the new parents at this time. This is a frightening time for the new 
parents and they often wonder how their family will treat the new baby.

 Showing how much you love them and their new baby will help to 
alleviate these fears; pick up the baby, fuss over the baby, play with the baby. 
Sometimes you may not know the right thing to say, or what you say is in fact 
the wrong thing. We would like to give some suggestions about what not to 
say and what to say. The following suggestions are based upon the input of 
many parents of children with Down syndrome.

Things NOT to Say
These are the things that parents have said really upset or angered them:

 
• "I'm sorry" or any form of pity.
 Pity is not what new parents want or need. What they need is love and  
 acceptance of their new baby. 

• "God gives special parents special children" or any variation.
 The new parents probably don't feel very special right now. Also, some  
 parents may be a little mad at God. Trying to make them feel better with  
 words like these might be appreciated by some parents and not by others.  
 It is best to avoid this.
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Things NOT to Say (continued)

• "They're such loving children."
 This is a stereotype of children with Down syndrome and demonstrates  
 that you really don't know much about Down syndrome. 

• "Do they know how serious it is?" or any variation.
 Again, this is a demonstration of a lack of knowledge about Down   
 syndrome. Some parents may be angry and want to reply with, "How   
 serious is it? Well, every single cell in his body has an extra chromosome —  
 is that serious enough?" 

• "You are handling this better than I could."
 This is an invitation for the new parents to say something like, "No, you  
 would be wonderful." Suddenly, the conversation has switched to you   
 instead of the parents and their new baby. Plus, you don't really know how  
 the new parents are handling it, do you? 

Things to Say
These are the things parents have found comforting or made them feel good: 

• "Congratulations."
 They just had a baby! What better response to show that you love them  
 and their baby than to say congratulations. It made us feel like 'normal'  
 parents when someone said that to us. If the hospital allows it, a bottle of  
 champagne could be greatly appreciated. 

• "He/She looks just like you."
 The baby probably does look like someone in the family. All of the baby's  
 genes are from the family. My son looked exactly like my daughter did   
 when she was just born. 
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Things to Say (continued)

• Friends and family who actually 'did' something like read about the                        
  disability (or �nd information on the web!).
 This really means something to the new parents. It shows love and   
 concern for the baby. The day after we told Mikey's uncle about Mikey   
 having Down Syndrome, he came to visit us with a handful of papers   
 dealing with Down Syndrome he had gotten from the web. That showed  
 us that he really cared.

• O�er to babysit.
 It is a fear of the new parents that their family will not accept the new   
 baby. By saying something like, "Well, when are you going to let me baby 
 sit?" you are showing the new parents that you want to be part of the   
 baby's life. This will be a great relief to them.

• "He/She will do �ne."
 The new parents are probably pretty worried. They might not know much  
 about Down syndrome and they may be concerned about possible   
 medical problems. Having a positive attitude will rub o� on them. They  
 don't need pessimism or negativity from their loved ones.

• "We'll all learn from him/her."
 This is another good way to show that you intend on being part of their  
 lives. After all, how can you learn from their new baby if you are ashamed  
 of him/her? Their new child will be an opportunity to learn about love,  
 acceptance, and respect for the disabled.

• "We will always be here to help."
 Another very good way to show that you are going to be there. Let the  
 new parents know that you intend on being part of their lives. 
 

information provided by:
www.downsyn.com



New Grandparents
Information

8420 Delmar Boulevard, Suite 200 •  St. Louis, MO 63124 Phone: 314.961.2504  •  Fax: 314.989.1579  •  Web: dsagsl.org

Welcome to Holland

I am often asked to describe the experience of 
raising a child with a disability - to try to help 
people who have not shared that unique 
experience to understand it, to imagine how it 
would feel. It's like this...

When you're going to have a baby, it's like 
planning a fabulous vacation trip - to Italy. You 
buy a bunch of guide books and make your 
wonderful plans. The Coliseum. The 
Michelangelo David. The gondolas in Venice. You 
may learn some handy phrases in Italian. It's all 
very exciting.

After months of eager anticipation, the day 

Several hours later, the plane lands. The 
stewardess comes in and says, "Welcome to 
Holland."

"Holland?" you say. "What do you mean Holland? 
I signed up for Italy! I'm supposed to be in Italy. 
All my life I've dreamed of going to Italy."

They've landed in Holland and there you must 
stay.

The important thing is that they haven't taken 

pestilence, famine and disease. It's just a 

So you must go out and buy new guide books. 
And you must learn a whole new language. 
And you will meet a whole new group of 
people you would never have met.

there for a while and you catch your breath, you 
look around...and you begin to notice that 
Holland has windmills...and Holland has tulips. 
Holland even has Rembrandts.

But everyone you know is busy coming and 
going from Italy...and they're all bragging 
about what a wonderful time they had there. 
And for the rest of your life, you will say "Yes, 
that's where I was supposed to go. That's what I 
had planned."

And the pain of that will never, ever, ever, ever 
go away...because the loss of that dream is a 

But...if you spend your life mourning the fact 
that you didn't get to Italy, you may never be 
free to enjoy the very special, the very lovely 
things... about Holland.

By Emily Perl 
Kingsley
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Can I Imagine Life
Without Beth?

By Jeannette 
Lohner

 It’s been eight years since Beth made her debut into this world. Thinking back I cannot imag-
ine what life would have been without her. She’s stubborn, devious, imaginative, forgiving and 
loving. In fact, we often remark that she never holds a grudge.
 
 She loves McDonald’s, Arby’s and most fast food items and one of her favorite games is “drive 
through.” As a sight-reader you can imagine which words she recognizes immediately. The “yucks” in 
her life include rice, peas, stew and cornbread. Her favorite movie is “The Wizard of Oz.” She loves to 
play the part of Dorothy while relegating others to the role of the Scarecrow, the Lion or the Tin Man.
Since I take her to school every morning, I have observed some very “typical” behavior. She absolutely 
refuses to let me walk into the school building with her. “I’m a big girl, mam-ma,” she insists. As she 
strives for independence, I hold my breath as she pours her own juice and milk while reminding me 

 She has known her colors since she was three, but we thought she would never learn to count 

has no concept of time, but then a lot of other people I know don’t either. 

 She attends public school and is in a special education class. Because her behavior has some-
times been a problem, she has gotten to know practically all the teachers, and especially knows the 
principal!

 Someone once asked me, “Don’t you sometimes yearn for the child that Beth might have 
been if she didn’t have Down syndrome?” I thought about that for a moment – a child who would 

maybe even four. A child who would have barreled down the street on a two-wheeler at an early age 
while I worried about her safety. A child who would have probably been a little more sophisticated 
than the other kids so that when she misbehaved she wouldn’t always have gotten caught. But a 
child who would still have loved McDonald’s and Arby’s and “yucked” at rice, peas and stew. No, I 
don’t yearn for the child that might have been or for the persons my own sons, who do not have a 
disability, might have been. I accept Beth as her very own person, unique in every way, just as she 
accepts all of us, even when we are less than perfect. I consider it a privilege to be Beth’s grand-
mother and I see her as one of the rainbows in my life. She can be a challenge, a help and sometimes 
a pain-in-the-neck. But looking back over these past years I cannot possible imagine my life without 
Beth.



New Grandparents
Information

8420 Delmar Boulevard, Suite 200 •  St. Louis, MO 63124 Phone: 314.961.2504  •  Fax: 314.989.1579  •  Web: dsagsl.org

Lessons, Favorite Things, and Advice
From Grandparents of a child with 

Down syndrome

Kathy Crump, Grandma to Andrew, 9 years old

 Andrew Crump is our grandson and he is 9 years old and in the third grade. What we have learned from 
Andrew is patience as everything will eventually come his way and we have learned to love unconditionally. A 
few of our favorite things about Andrew is how he greets us when he comes to our house. He opens the door 
and runs to us, puts his arms around us and says "Hi Popo and Momo". And he loves to go get ice cream and 
put all kinds of toppings on it. My advice is to be patient, love them and I just can't imagine Andrew being any 

Julie Nimmons, Grandma to Ainsley, 5 years old

• What have you learned from your grandchild? Ainsley has taught us the value of slowing life down just a bit. 
Each stage of development is just a little longer than her siblings, and this has provided more time to savor 
holding hands, rocking before nap and bedtime, as well as running to greet us when we see her.
• What is your favorite thing about your grandchild? Ainsley loves everyone - and everyone loves Ainsley.
• What advice would you give to new grandparents? Enjoy every minute you can with your grandchild.

Karen Peters, Grandma to Carson, 6 years old

 I could go on and on with stories about our precious six year old grandson, Carson Peters. One example 
was when Carson and I were shopping at the mall, a young sales girl was waiting on me and Carson was 

walking away, she blew him kisses and said to me I hope when I have a family I have a child with Down 

he meets. 
 He is such a typical little boy who gets into trouble with his sisters, loves to wrestle and run with his 
cousins, charms his teachers and is accepted by not only his kindergarten class but all of the students at his 
school. Carson has proven to all of us with patience that he is capable of doing amazing things, like any other 
child. I thank God every day for sending us this angel who makes our lives better with his beautiful smile and 
amazing hugs.
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Carole Morden, Grandma to Braska, 6 years old

 When I learned that my �rst grandchild was on her way, I cried. I had waited for years and was so 
excited. When Braska was born and we found out she would have to have open heart surgery and that she 
had Downs, I cried. When they inserted a feeding tube because her muscle tone was so low she couldn’t 
bottle-feed or breast-feed, I cried. When she came through her heart surgery, I cried. When she learned to 
walk at three and half, I cried. When she had her feeding tube removed at age �ve, I cried. When she 
started kindergarten and was the only one with Down syndrome, I cried. When her teacher removed her 
from the reading portion of class to work with her one-on-one, I cried. And when the teacher told her 
parents, they removed her from reading because she was reading at second grade level and the other kids 
were just learning the alphabet and they didn’t want Braska to get bored, I cried. And when I watched her 
in her kindergarten Christmas program last week, I cried.
 I have four grandchildren in total now, and what I have learned is that each child is di�erent. For me 
there is only tears and laughter. There are triumphs and tragedies. There are hugs and kisses. There is no 
Downs and no Normal. There are just individuals who honor me by calling me Grandma. 

Donna Klaus, Grandma to Olivia, 11 years old

Of all of my grandchildren, Olivia is the �rst one to run into my arms and give me the best hug ever.  She 
always says “I love you Grandma.”

Robert Klaus, grandpa to Olivia, 11 years old

Last spring as I brought out the kites, Olivia jumped up and down.  She was the most productive kite �yer 
we had – and we had some “pros”! She laughed the most and stayed with it the longest.
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10 Commandments for
Helping Parents of Children 

with Special Needs

I. Do not avoid talking about our child with us. Do ask how he/she is doing. We may not answer much in the 
beginning – or we may spill our guts! Either way, we remember those who asked and can’t seem to forget those 
who didn’t.

II. Touch us; touch our child. A hug, a hand on an arm, a look into our eyes lets us know that you care. A gentle 

III. Don’t tell us how we should or shouldn’t feel! We feel what we feel and that’s that! In the early days and months, 
we are struggling with raw emotion that is usually right near the surface.

IV. Don’t say, “God only gives us as much as we can handle!” we are just trying to survive from one day to the next, 
especially in the beginning. What an additional load to put on someone who often doesn’t feel like he or she is 
handling anything well at all!

V. Don’t say, “I admire you” or “ you are so noble.” Unless the parents willingly went out to adopt a child with special 
needs, we didn’t want it to happen! We don’t feel noble. At times we even feel trapped!

need anything – and then call us back to see how things are going.

VII. Be patient with us. It is very hard to work through our grief. In the beginning, all we can see are the things that 
our child can’t or will not be able to do. If we have always been independent or overachievers ourselves, it may be 
hard for us to accept your help right away. Please persevere; eventually we will be ready to accept your help. 

VIII. Be sure to acknowledge the sibling of the special needs child. In the aftermath of a diagnosis, etc., the sibling 
can get lost in the turmoil. If you go to visit, take something special for the brother or sister, too. Be sure to say hello 
to them. Talk with them before you make a fuss over the baby.

ears.
 
X. Remember, no matter what kind of disability our child has, he/she is still a child. He has a need to be loved and 
accepted. He has a need to be happy and to belong. He needs hugs and laughter, music and friends. He needs you 
– and so do we!

By Michele Stiefel


