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Early years

Although every parent's reactions will be different, 
most people react to the news that their baby has 
Down syndrome with shock, ®nding it dif®cult 
to accept. It can be an unwelcome upset to your 
ªperfect worldº. 

ªAs a mother you just feel like you failed at that 
point. You feel like you failed the baby, you failed 
because you couldn't even give birth to a regular 
kind of baby.º

You will need to give yourself time to regain balance 
and perspective. Be kind to yourself. Allow yourself 
time to grieve and time to heal. It hurts, it's frightening 
... and it's OK to cry. 

In the ®rst few weeks it is important to remember to 
take one day at a time. Allow yourself time to bond 
with and fall in love with your baby. Be prepared that 
just when you think you're ok, triggers can set you off 
again. These may include times like bringing your baby 
home from hospital for the ®rst time, or going to your 
local shopping centre for the ®rst time. It might also 
include a well-intentioned comment from a friend  
or relative.

ªThe ®rst time I did groceries, that was awful and 
then after that it was no drama. So we just got 
out and about and did stuff. ª

All those initial reactions and emotions are perfectly 
normal, and are usually not an indication of what 

The importance of peer support  
for new parents
by Sue Modra, Family Support Coordinator, 
Down Syndrome Victoria
ªOne minute I was in the dream-like state that is a rite of passage of every new 
mother and then, BAM! In a matter of seconds it was snatched from me and I was 
left stunned, and gasping for breath.º
Kathy Evans Tuesday's Child
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your long term feelings will be. A diagnosis of Down 
syndrome may initially be viewed as a tragedy, but 
this ªinterpretationº usually changes dramatically 
over time. Once over the initial shock, most families 
continue leading ordinary family lives. They also report 
many bene®ts to all the family from having a family 
member with Down syndrome. 

If you ask any parent you will ®nd that parenting 
is not considered a particularly easy job. Research 
and reports from families both indicate that it is not 
necessarily easier or harder if you have a child with 
Down syndrome. As with all challenges, you need to 
put one foot in front of the other and deal with all the 
issues, surprises, heartaches and joys that parenting 
brings, with or without Down syndrome. 

ªYou get to a point where you can't keep asking 
questions all the time. There is the child you 
know, and you do what you can and whatever 
happens, happens. Try to make the best of it 
without worrying what's going to happen in ®ve 
years time, what she's going to be in ten years 
time. Just the same as any other child.º

Your family needs you to be positive and optimistic 
about the future. Your attitude will set the tone for 
how the ªworldº sees you and deals with you and 
your child. 

ªIn that ®rst couple of weeks, I realised or I told 
myself that how I handled the situation, was how 
everyone else was going to handle the situation...
That if I was negative or upset or crying all the 
time, then people would be uncomfortable around 
me, my husband and my son. In reality people do 
respond to how the key people are in a crisis and 
I thought if I'm not going to cope with it, they are 
not going to copeº

If you have high expectations and are positive about 
your baby's future, others will follow your lead.

What new parents often need most is the reassurance 
that they will cope. There are a number of factors 
which help you through this process, not the least of 
which is peer support. Overwhelmingly parents report 
that support from people with similar experiences was 
a key factor in making the adjustment to the diagnosis. 

ªWe met some wonderful people that we 
wouldn't have met if we hadn't been put into that 
situation. You know, families just like us.º

Down Syndrome Victoria is committed to a model of 
peer support and empowerment to build resilience 
within families. We believe that while professional 
counselling can be helpful, there is nothing more 
powerful that talking to another family.

Support available to families
Initial support visit/local contact  ± An initial 
visit from Down Syndrome Victoria's Family Support 
Coordinator can be very bene®cial. Contact Sue on 
1300 658 873.

New Parent Information Evenings  ± Down 
Syndrome Victoria hosts three evenings a year for 
new parents. They are an informal way to meet up 
with other families, share information, ideas and 
feelings, and learn more about support offered by 
Down Syndrome Victoria. These relaxed evenings 
are often the start of long-term friendships.

Family Network Groups  ± Link with a local 
group or just make contact with another local family. 
Another great way to build relationships and share 
information with other families, some of whom have 
slighter older children and may have great ideas 
to share. 

Early Intervention  ± Learn from professionals 
and spend time with other parents who are going 
through similar experiences. 

Online chat groups  ± Some groups are speci®cally 
for parents of children with Down syndrome. Check 
our website at www.dsav.asn.au for a list of 
online groups.

Phone support  ± The DSV support team is just a 
phone call or email away. Use us when you need to 
talk or require information.
Down Syndrome Victoria events ± Some families 
appreciate the ongoing sense of belonging that 
comes from attending our events ± and they are lots 
of fun for the whole family! Check the website or 
our this journal for details.

Regular supports  ± Don't forget all the regular 
support networks that are available to all families, 
such as doctors, friends, family, counsellors, church 
and parenting services.

If you feel that you are not coping, there are a range 
of professional support services available. Families can 
obtain these services via their family doctor, hospital 
social worker or Maternal and Child Health Service. If 
you are not sure how to go about this, please give us a 
call on 1300 658 873 and we can assist you.

1. Quotes from parents in this article were taken from the 
ªGoing down a different road: First support and information 
needs of families with a baby with Down syndromeº study 
by Evi Muggli, Veronica Collins & Catherine Marraffa, which 
was published in The Medical Journal of Australia (2009) Jan 
19;190(2):58-61
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