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Talking to New Parents

The birth of a child with Down syndrome can be an emotional and confusing time for new 
parents. When parents are told that their newborn baby has Down syndrome, it is not 
unusual for them to have feelings of sadness and disappointment, as well as anxiety about 
the future. With the birth of a child with Down syndrome, new parents have entered into a 
whole new world -- one that can be confusing and filled with deep feelings at first.

Different Experiences, Different Reactions 

In general, when parents receive a diagnosis of Down syndrome, the emotional stress placed on 
the family  can cause an enormous strain. However, all parents are different. They will 
experience many different reactions for reasons such as:

• individual personality and background;

• general upbringing and environment;

• background knowledge about and prior experience with Down syndrome;

• outlook on life (temperament);

• faith or religious beliefs;

• birth order of child (e.g. first-time parents may experience more anxiety);

• expectations for children;

• how diagnosis is delivered;

• reaction of and support from close family and friends;

• access to information – particularly while mother is still in the hospital.

Helping Families Cope with their Grief

“As disability bluntly shatters the dreams, parents face a complicated, draining, challenging, 
frightening, and consuming task. They must raise the child they have, while letting go of 
the child they dreamed of. They must go on with their lives, cope with their child as he or 
she is now, let go of the lost dreams, and generate new dreams. To do all this, the parent 
must experience the process of grieving.”
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The Parent’s Struggle

In 1969, Elisabeth Kübler-Ross published  On Death and Dying which set forth "Five Stages of 
Grief":

1. Denial: The initial stage: "It can't be happening."
2. Anger: "Why me? It's not fair."
3. Bargaining: "Just let me live to see my children graduate."
4. Depression: "I'm so sad, why bother with anything?"
5. Acceptance: "It's going to be OK."

A different understanding of the grieving process was advanced by Dr. Ken Moses, a noted 
psychologist and teacher regarding crisis, trauma and loss. In his article entitled, "The 
Impact of Childhood Disability: The Parents’ Struggle," he asserts:

Grieving is an unlearned, spontaneous, and self-sufficient process. It consists of states of feeling 
that provide the opportunity for self-examination, leading to both internal and external 
change. The grieving states that facilitate separation from a lost dream are as follows: 
denial, anxiety, fear, guilt, depression, and anger. The word "states" is used, instead of 
"stages," to emphasize grieving is not a step-by-step process that evolves through discrete 
stages. . . . When theories of grieving are used as a recipe to produce acceptance, two false 
premises are inflicted on parents. 

The premise that grieving should move through a specific order is flatly  inaccurate. A consistent 
pattern is not evident in people dealing with loss! Worse. when people believe that they 
are supposed to grieve in a certain way, they often end up thinking they are doing it wrong.

Secondly, the concept of acceptance is totally unfounded. In almost twenty years of working 
with bereaved people, as well as dealing with my own losses, I have never seen anyone 
achieve acceptance of loss, only acknowledgment. Belief in the concept of acceptance 
leads parents into feeling like failures for not being able to attain it. Any use of grieving 
theory as a recipe is strongly discouraged.

The feeling states of grief as set forth by Dr. Moses are:

• Fear, • Denial

• Anxiety • Guilt

• Depression • Anger

1 The Impact of Childhood Disability: The Parent's Struggle, by Ken Moses, Ph.D. 
http://www.pediatricservices.com/prof/prof-15.htm

The emotions that come with the diagnosis
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Supporting New Parents

Goals of Initial Contact with New or Expectant Parents

There are many goals of contact with new or expectant parents. Two of the primary goals are:

listening, and showing empathy (not sympathy).

Listening - The initial goal of contact with new or expectant parents is to provide 
support and allow them to communicate their feelings and needs.

Things to say:

• "Congratulations.“ They just had a baby! What better response to show that you love them 
and their baby than to say congratulations.

• Ask Open-Ended Questions  “Tell me about your child; “ “I know this can be hard to talk 
about but whenever you feel ready, I’d like to listen.” “What would help you right now? “Is 
there anything I can do to help?” “Can I call you again next week to see how you’re doing?”

• "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. 

• "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. Having a positive attitude will rub off on them.

• "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.

Things to avoid saying:

• “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.

• "They're such loving children.“ This is a stereotype of children with Down syndrome. In 
truth, individuals with Down syndrome experience a range of emotions, just like everyone 
else.

• "Do they know how serious it is?" or any variation. To a new parent, everything about their 
child’s diagnosis and potential health complications is serious.

• "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. 

Listening and Empathy
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Supporting New Parents

Empathy and sympathy are very close and are sometimes used as synonyms, but there are 
subtle differences between the two. Sympathy emphasizes sharing distressing feelings 
whereas empathy does not emphasize any particular type of feeling. The listener using 
empathy shares (experiences) whatever feelings the talker is expressing at the moment, 
regardless of whether the feelings are distressing (grief, for example) or pleasant (love, for 
example). The listener using empathy usually responds more comprehensively to the talker 
as compared with the listener using sympathy.

The empathic listener:

• Does not give unwanted advice;

• Accepts others human feelings;

• Respects the courage and determination of others;

• Is not embarrassed by tears;

• Is warm and affectionate;

• Is not afraid to ask direct questions about feelings of loss;

• May not feel comfortable with feelings others express, but tries to understand what 
those feelings mean to them; and

• Is faithful to commitments and promises.

3 “Living Through Personal Crisis” by Ann Kaiser Stearns

Sympathy and Empathy continued
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Family & Friends

Congratulations on your new loved one and welcome to an incredible journey! It is 
understandable that you have many questions at this time, so we’ve compiled the 
following tips and hints to help you find the best way to support the new parents and their 
precious new child.

We can not stress enough how important it is for new parents to feel supported. In addition to 
facing  the stress of childbirth, the diagnosis of Down syndrome, and possible health 
complications, new parents have the added stress of figuring out how to tell relatives and 
friends, and are often anxious about how everyone will treat the new baby.

To help to alleviate these fears, there are many things you can do. You can make a fuss over, sing, 
cuddle, or read to the baby. Visit your local bookstore or www.woodbinehouse.com to 
purchase books about Down syndrome. Offer childcare for older siblings to allow parents 
time to bond with and care for the new baby. Go grocery shopping, do laundry, run 
errands, or help prepare meals.

As he or she grows up, what will my grandchild or loved one need from me?  Your grandchild 
or loved one will need to know that you are a safe haven in a bewildering world. Visit 
often.  Learn to listen to the child and respect his or her limits. Read books together. Go for 
walks. Sing together. Attend meetings at the child’s school and support the child in his or 
her extracurricular activities (like dance, swimming, art, riding bikes, playing sports). But in 
general, just make the decision now that you will spend your time enjoying the child for 
what he is - a unique and unusual person.

I don’t feel comfortable. I have no idea what to do when she acts in odd ways. No one said it 
would be easy. But most kids are easiest to handle in one-on-one situations, so look for 
opportunities to go for walks or spend time together. Tell stories, especially those that 
touch on aspects of her life affected by Down syndrome. She will love hearing how difficult 
it was for you to learn to tie your shoes. You might tell her about times you wished you 
knew how to say something, or times when you wanted to be alone. Stories like these  can 
create a powerful bond between you and your grandchild.

Here are some simple DO’s and DON’T’s to remember when spending time together:
• Do praise the child for his strengths.
• Do get involved in the child’s interests.
• Do learn what sorts of activities are recommended for the child.
• Do acknowledge the child’s expressions of frustration.
• Do respect the child’s fears, even if they seem senseless.
• Do control your anger.

• Don’t tell the child she will outgrow her difficulties.

• Don’t joke, tease, shame, threaten, or demean the child.

• Don’t compare him with his siblings.

• Don’t feel helpless - ask for help.

Grandparents, extended family, and friends
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To say or not to say….

What Should I Say? Things Parents Have Found Comforting
Sometimes you may not know the right thing to say. The following suggestions are based upon 

the input of many parents of children with Down Syndrome (adapted from Down 
Syndrome for New Parents http://www.downsyn.com):

• "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.

• Offer to baby sit. - It is a fear of the new parents that their family will not accept the new baby. 
By offering to baby sit, you show new parents that you want to be part of the life. This will 
be a great relief to them.

• "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. Having a positive attitude will rub off 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.“

Things NOT to say (things that really upset or angered parents)
• “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.

• "They're such loving children.“ - This is a stereotype of children with Down syndrome. In 
truth, individuals with Down syndrome experience a range of emotions, just like everyone 
else.

• "Do they know how serious it is?" or any variation. - To a new parent, everything about their 
child’s diagnosis and potential health complications is serious.

• "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.

Providing some guidance
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