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My grandchild has Down 
syndrome…what does that 

mean for my family? 
 
 

A Grandparent’s Guide to Navigating 

Life with a Grandchild with Down 

syndrome 
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Facts about Down syndrome 
• 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.  

• There are 3 types of Down syndrome: trisomy 21 

(nondisjunction) accounts for 95% of cases, 

translocation accounts for about 4% and mosaicism 

accounts for about 1%. 

• Down syndrome is the most common chromosomal 

cause of developmental delay. One in every 691 

babies in the United States is born with Down 

syndrome. 

• All people with Down syndrome experience cognitive 

delays, but the effect is usually mild to moderate and 

is not indicative of the many strengths and talents 

that each individual possesses. 

• There is a wide variation in mental abilities, 

behavior and physical development in individuals 

with Down syndrome. Each individual has a unique 

personality, capabilities and talents. 

• A few of the common physical traits of Down 

syndrome are low muscle town, small stature, an 

upward slant to the eyes, and a single deep crease 

across the center of the palm. Every person with 

Down syndrome is a unique individual and may 

possess these characteristics to different degrees or 

not at all  
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How can you, as their grandparent, 

help? 
• Educate yourself on Down syndrome as much as 

possible. The better you understand the situation, 

the more you can help to embrace this wonderful 

new child. 

• Show your full support. Be sure to make sure 

they know that their child will be welcomed and 

loved and that you will be there for them. 

• Make sure you are being sensitive to your 

child’s feelings. It is normal for there to be a lot of 

conflicting feelings such as joy and sadness, or fear 

and hope. Be patient and comforting towards these 

confusing feelings that the new parents are 

experiencing.  

• Show your acceptance of your new grandbaby. 

Human touch is very healing and a large part of 

the development of infants. Be a part of the 

progress your grandchild can make through touch 

and offer to hold and love on the new baby. 

• Remember to give attention to your new 

grandchild’s brothers and sisters. It is common 

for siblings to get lost in the shuffle after the 

diagnosis of another child. Call them often just to 

talk and consider bringing a special gift to them.  

• Ask how you can help. Often times new parents 

think they have to do everything themselves. Offer 

help where you can and make sure your child 

knows that you are there for them.  
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Phrases to avoid… 
There are certain phrases that we often say to individuals 

going through a difficult time. While these might feel like the 

right things to say, they may have more of a negative impact 

than a positive impact. In order to be aware of your loved one’s 

feelings during this difficult time, try to avoid the following: 

 

• “I’m sorry” or any pity.  

• “Special babies are for special parents” 

• “They are all so loving” 

• “Down syndrome is no big deal” 

• Cards that resemble sympathy cards 

While all of these are usually said out of love and 

concern, expectant parents sometimes hear things that 

aren’t intended because of the mix of emotions they’re 

experiencing.  
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