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Tips for Family

Do you have a family member or friend who has just received a diagnosis of Down syndrome for their child? You
may not be aware that what you say and do, at this critical time, even when meant with the best intentions, could
be hurtful. Here are a few "Dos" and "Don'ts" that parents of children with Down syndrome suggest that we share.

Some of the "Don'ts":

The well-meaning statements on this list can and do anger new parents, and even those who have been parenting
for a while.

®  Saying "I'm sorry" or relating any other 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. Some parents may be a little angry with God.
Trying to make them feel better with words like these might be appreciated by some parents but not by
others. It is best to avoid saying this.

®  "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. Children with DS are just as unique as those who do not have DS.

e "Thereis a special place in heaven for people like you."
The new parent wasn't anticipating a special place in heaven with this birthing experience; the new parent
wanted a "normal, healthy newborn". The special-place-in-heaven statement might evoke a response good
for neither you nor for the new parent.

e "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 | could."
This is an invitation for the new parents to say something like, "No, you would be wonderful." Suddenly, the
conversation has focused on you instead of on the parents and their new baby. Plus, you really DON'T know
how the new parents are handling it. Do you?

e "He doesn't LOOK like he has Down Syndrome."
Down syndrome is not just a look, it is a chromosomal abnormality. The baby looks like a baby, but the
extra chromosomes are still there.

e "Maybe the doctor is wrong."
This demonstrates a lack of knowledge about Down syndrome and genetics.

e "Maybe he just has a little Down syndrome."
Yes, just like being "a little pregnant."”
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Do say:

"At your age, didn't they think this could happen?". "Why didn't the doctor know?" "Didn't you have the
test?"

None of these questions need to be discussed. Just because this child was born with Down syndrome does
not mean the baby is inferior or a mistake. This is their new baby who was born with an extra chromosome.
The baby was born with Down syndrome not because of anything anyone did. Making these statements
and asking these questions is hurtful, a hurting best prevented by learning about Down syndrome from up-
to-date publications.

These are feel-good statements and actions which are usually well accepted and which all new parents would
welcome.

"Congratulations."

They just had a baby! What better response to show that you love them and their baby than to extend
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."

Friends and family who actually 'do' something such as read about the disability (or find information on the
web!)

This thoughtfulness really means something to the new parents. It shows love and concern for the baby.
"The day after we told Megan's Aunt about Megan having Down syndrome, she came to visit us with a
book and with articles dealing with Down syndrome which she had found on the web. That showed us that
she really cared."

Offer to baby-sit.

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 a
part of the baby's life. This will be a great relief to them.

"We will always be here to help."
Another very good way to show that you intend to be a part of their lives.

"He/She will do fine."

The new parents are probably pretty worried. They might not know much about Down syndrome, and they
may be concerned about possible medical problems. Your having a positive attitude will rub off on them.
They don't need pessimism or negativity from their loved ones. Even professionals who are not up-to-date
on Down syndrome issues can give off a hurtful negative attitude. You need to be the positive and
informed person who will offer support and acceptance.

"We'll all learn from him/her."

This is another good way to show that you intend to be a positive 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 give everyone involved an
opportunity to learn about love, acceptance, and respect for persons with disabilities.



