Zara’s Story

I have been a member of CleftPALS since early 2012, when I discovered
my daughter would be born with a cleft lip and possibly palate. I still
remember that day as being one of my worst. It was a Friday, the day
after my 19 week scan and I was at work when I got the call from the
hospital. They told me it looked like my child had a gap in the lip and
wanted me to come back for a 3D scan the following week. I didn’t
know what to say - what did that mean?! Of course I jumped on the
internet and searched for ‘gap in the lip’, to learn that it meant a cleft. It

was confirmed that following week that she indeed would be born with
a bilateral cleft lip and highly likely a cleft palate.
In the following weeks I went through the whole self-questioning that
many of us would be familiar with – what did I do wrong for my
daughter to have a cleft? What will it mean for her growing up? Will I be
confident enough to take her out in public before she has her lip
surgery? What will people think when they see her? I even told friends
and family not to visit us in hospital, as I just didn’t know how I was
going to react to her cleft.
Zara was born in July 2012. From the moment I saw her, I didn’t see her
cleft at all, but my beautiful little girl. I didn’t even ask whether her
palate was intact until about 4 hours after she was born, to find out she
did indeed have a cleft palate. It just didn’t matter. My little girl was
here and she was amazing. If only I could have saved myself all the
stress of the months earlier knowing I would feel like this. I proudly
took her out in public in the three months before her lip surgery and
happily informed people of her condition when they asked or looked
strangely at her.

We have had our ups and downs since she was born, which many of
you have been through: feeding and weight gain issues, reflux, tough
recovery from surgeries, speech delay, chewing and swallowing
problems after the palate surgery. But we got through each of them. She
is a tough, independent, confident and sometimes stubborn little girl
and we wouldn’t change a thing about her. Of course I would have
preferred for her not to have to go through the surgeries she has and
will have to have in the future, but with a supportive and loving family I
know she will be fine.

CleftPALS have been a great support network for me. Speaking to
Therese for the first time after that 19 weeks scan, she really put my
nerves at ease. And Fil was a great support with bottles and feeding
advice. I was only thinking this week, after a catch up with our local
cleft group, that we wouldn’t have met these wonderful and supportive
people if Zara wasn’t born with a cleft. It is wonderful watching our
children grow up together and I hope they remain friends, as it is
reassuring to me as a parent that Zara has friends with the same
condition to be able to talk with and relate to as she grows up, especially
through those awkward teenage years.

