
Anne Dewhurst, 51, from Bolton, wants you to 
know how remarkable her little girl is.

S troking my growing 
baby bump, I couldn’t 
help but smile.

‘I can’t wait to meet 
her,’ I said to my 

husband Mark, then 45.
After years of trying, we had 

struggled to conceive.
So when I found out I was 

pregnant in December 2008, 
we were over the moon.

We found out we 
were having a little 
girl, and we knew she 
would change our 
lives forever.

And we were right!
Hannah was born 

in July 2009 at the 
Royal Bolton 
Hospital, weighing 5lb 8oz.

And the minute she was 
born, our world was turned 
upside down.

She was whisked away to be 
cleaned, but a few minutes 
later, the doctor came in, a 
worried look on her face.

‘Your baby has a cleft palate,’ 
she said. ‘She’s been taken to 
the special care baby unit.’

But when I was taken to see 
her, I realised my baby was in a 
much more serious condition.

Hooked up to a nasogastric 
tube, she was unable to feed.

Scans had also shown that 
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she had two holes in her heart.
She also had short arms, and 

tiny hands and feet which 
curled inwards.

Doctors weren’t sure exactly 
what was wrong with her, so 
they referred her to a geneticist.

‘Hannah could be blind, 
deaf, and even brain damaged,’ 
the doctor said. 

I felt so overwhelmed.
I just wanted to hold 

my baby, keep her safe.
At just a few weeks 

old, Hannah was seen 
by a genetics expert in 
Manchester.

And after blood 
tests, we were 
delivered a blow.

‘We think Hannah has 
Cornelia de Lange syndrome,’ 
the consultant explained.

CdLS was a rare genetic 
disorder affecting just one in 
30,000 babies.

It resulted in small stature, 
small limbs, a cleft palate and 
heart defects – everything 
Hannah had.

But until further tests were 
done, we wouldn’t know for 
sure whether she had it or not.

‘What does this mean?’ I 
asked, clutching Mark’s hand.

‘She’ll need 24-hour care for 
the rest of her life,’ the 

consultant said.
Still, despite all her 

problems, when I looked at 
Hannah, all I saw was a 
perfect little baby.

Back home, it was hard.
Hannah’s development 

was slow, and her 
milestones were more like 
inch stones.

By the age of two, she still 
wasn’t able to sit up 

unaided, and she only took her 
first steps when she was three.

In December 2013, at four 
years old, Hannah took part in 
a study to determine which 
gene had mutated.

She had a gene change on 
her SMC1A gene.

It not only confirmed that 
she had CdLS, but that her type 
of CdLS only affected five 
percent of those who were born 
with the condition.

‘It just makes her more 
special,’ I smiled.

Over the next few years, we 
adapted to Hannah’s needs.

She has hearing loss, gastric 
problems, problems with her 
teeth, autism, significant 
learning challenges, and is 
non-verbal.

We taught her to sign a few 
words, but it’s very limited.

But we embraced all her 
challenges, and now, whatever 
new skill she learns, we 
celebrate it. At five years old, 

she started at a special needs 
school, which she loves.

The teachers there are 
fantastic and really 
encourage her.

Now 10, Hannah still wears 
nappies and struggles with 
day to day tasks.

She has no awareness of 
her own safety and requires 
constant supervision.

Her arms and legs are not 
formed properly, so she has 
trouble walking, and needs a 
wheelchair when we go out.

She also has a tendency to 
self harm – in particular, she 
bites herself.

‘It’s a common effect of 
CdLS,’ we were told.

But we try not to focus on 
the negatives.

Instead, we focus on the 
simple pleasures – Hannah 
loves anything sensory, like 
soft play, rolling a ball, 
splashing around in water, 
and trampolining.

And unlike most kids I 
know, she loves broccoli!

Life with Hannah can be 
very challenging at times, but 
I have no regrets.

Not many people have 
heard of CdLS, but I want 
them to know that it’s not the 
end of the world.

It is a full-time job looking 
after Hannah, but I wouldn’t 
have it any other way.

It’s been a rollercoaster, but 
it’s been so enlightening, too.

She’s taught me what life is 
really all about and is my 
greatest teacher.

I’m proud to be her mum. 
l Read more on  Anne’s blog at 
www.mykidlovesbroccoli.
wordpress.com.
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All I 
saw was 
a perfect 

baby

VITAL SUPPORT
Jeans for Genes Day raises money for Genetic Disorders 
UK, the charity that aims to change the world for children 
with genetic disorders. From 16 to 20 September, wear 
your jeans to work and make a donation. The Sandcastle 
Trust will receive a grant from funds raised to provide 
family days out for families affected by genetic disorders. 
Visit jeansforgenesday.org and sandcastletrust.org.
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It just makes her 
even more special

There were 
two holes 
in her heart

She was our 
miracle baby


