Esme’s story

Esme is cared for at Acorns in the Black Country, where we provide
support to children and families across Walsall, Sandwell, Dudley,
Wolverhampton, Shropshire and Staffordshire.
When Emma Barton found out she was pregnant with
her first child, the new mum dreamed of meeting her
daughter for the very first time.
But when Esme was born, doctors whisked her away and
Emma’s precious first skin-to-skin moment was ‘ruined’. It
wasn’t until her newborn was handed back to her with a
feeding tube, that Emma realised there was a problem.
She had been told Esme wasn’t hitting the key markers
during her pregnancy, but Emma never ever expected
what was to come.
“It wasn’t really explained to me. They could clearly see there
were facial differences and she was born with hypothermia
and hypoglycaemia. She was taken away straight away. It
was all downplayed, but it was critical and there was me
thinking our amazing skin-to-skin first moment was being
spoilt.”
The roller-coaster continued when doctors told Emma
that Esme may have a chromosome condition and after
an anxious six-week wait for the family the diagnosis was
confirmed as partial Trisomy 14. The tests also revealed
that Esme has Cri-du-chat syndrome as well as metabolic
issues.
“The first year was especially tough as she was ill a lot. She
had a lot of infections. Esme is my first child, so I had nothing
to compare it to. Esme is profoundly disabled, and it affects
all aspects of her life. She is dependent on care givers for
absolutely everything.”

“Acorns was initially mentioned to us when Esme was a baby.
But at that time it just felt really fatalistic. Partly because it
was accepting that her life would be over before it’d really
started. I certainly wasn’t ready for that.
“It’s because she’s a metabolic patient that we finally
considered Acorns. I was sure they wouldn’t accept Esme
because she was healthy. I thought she wouldn’t meet the
criteria. But I was told they helped lots of children and that a
lot of families with children with complex needs used Acorns.
“As soon as I walked into the hospice it was obvious that
Acorns is about so much more than end of life care. It’s about
living, where all your preformed ideas are totally blown away.
“I didn’t take any convincing. I just had to get to that stage of
needing some support.
“I’m grateful Esme has Acorns and I’m really impressed with
the way Acorns has let her grow. She’s not treated like a child.
There is a respect and an appreciation that she is growing up,
irrespective of her learning and developmental issues.
“Acorns is a place where Esme
can come and have happy
times and we can have
valuable respite. It’s vital
for that. Acorns is a real
lifeline for the families
it supports.”

Emma hadn’t been aware of Acorns before Esme’s referral.
It took some time before she was ready to explore what
Acorns could offer families like hers.
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