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Welcome

E

very year we give over 3,500
families with a seriously ill child in
hospital a warm and comfortable
place to stay when they need it most.
In this Autumn/Winter issue of our
newsletter, you’ll meet just a few of them
who have kindly shared their stories.

Connect
with us on
social

We’re also shining the spotlight on some
of our wonderful volunteers, fundraisers
and super supporters, without whom we
wouldn’t be able to keep our ‘Homes from
Home’ up and running.

thesickchildrenstrust

Thank you for reading our newsletter, we
hope that you enjoy reading these updates
and inspirational stories.
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Welcome

thesickchildrenstrust

TheSCT

Esme’s Story
A year in hospital
Esme had a long wait for her
donor heart. A child can be
waiting 2.5 times longer than an
adult for a lifesaving donor organ.

O

be the day? Finally, that day came.
We had been there for eleven and
a half months.

As her name went on the urgent
heart transplant list, I sat and held
my breath. We were facing a wait
of anywhere from six months to a
year for a donor heart.
For that whole time,
Esme couldn’t leave
Great Ormond Street
Hospital.

Put simply, The Sick Children’s
Trust gave us one less thing to
worry about. We could keep our
family together, making sure we
had quality time with all of our
children. It also helped
Esme, as she adores
her brothers and sisters
and would’ve felt so
lonely without them.

n the outside, Esme
looked the picture of
health. It was almost as
if her body had adapted to the
strain that it was under with her
heart condition, which made it
even harder for us to realise just
how poorly she was.

If it wasn’t for Rainbow
House, Kevin and I
would’ve had to split
ourselves between our home
in Reading and London. At the
time I had two babies that I was
breastfeeding and I needed to be
there for both of them.
Every day we’d wonder, will today

We were lucky. Esme received a
donor heart and two weeks posttransplant we were moving all our
things back home.

Lisa, Esme’s Mum

Did you know?
We support 1/3 of
families with children
on the transplant
list waiting for a
donor organ.
Organ Donation Week 2019
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Meet the Matthews Family
To have access to
your child in hospital
is something every
parent with a seriously
ill child should have.

A

t a pregnancy scan, we
were told that Jacob had
a form of spina bifida
and that his neural tissue was
exposed through his back. This
meant he needed to have an
operation the day after he was
born. Eckersley House meant that
we could stay close by to Jacob
while he recovered.
At this stage, we were told the
worst case scenario. Everything
that could go wrong. Jacob might
not ever crawl, walk or even be
able to sit up. This was agonising
to hear.
At Eckersley House we were never
more than a few minutes away –
no matter what
time of day or
night we could
be with our son
in an instant. I
remember once
in the middle of
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Family Story

the night saying to Nathan that I
just wanted to see Jacob and as
quick as a flash I was there by his
side.
On the wards you can only have
two visitors at a time so we would
often take Jacob’s grandparents
over to Eckersley House. We could
do the little things that mean a lot,
like sitting down for a cup of tea
and having a chat.
Jacob is 19 months old now and
has had four major surgeries but
he’s defied all the odds set against
him. He’s crawling and really
trying to walk now which is more
than anyone ever expected of him.
He’s a cheeky little
monkey – but he’s
our monkey and
we wouldn’t have
it any other way.
Gabi Matthews,
Jacob’s Mum

Could you give the Gift of Togetherness
to a family in hospital this Christmas?
All sick children should
be with their families
at Christmas

M

y partner, Daniel, and
I always thought last
Christmas would be the
best one ever. We found out I was
pregnant in February, expecting
our baby to arrive in October
and I pictured us celebrating our
baby’s first Christmas in our first
family home. It couldn’t have been
more different.
But because someone thought of
us, we still managed to be together
which is what mattered the most.
Even if that was in a hospital miles
away from home.
We’re asking
everyone to think
about how they
will be spending
Christmas this
year, and think
about all those
poorly children
in hospital who
won’t be at
home.

Families should be together at
Christmas and by donating £30 to
The Sick Children’s Trust, you can
make sure they can create special
memories together – no matter
where they are.
Hanna, George’s Mum

£30

can keep a family
together this
Christmas Day.
Please go to
sickchildrenstrust.org/
christmas to donate
Christmas
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Super Supporters
Our amazing supporters ensure that we can
continue to help over 3,500 families with
sick children in hospital every year.
Here are just a few of our Super Supporters
from the last six months!

The Cartledge Family
The Cartledge Family have
been very busy Super
Supporters! They have
been selling items donated
by family and friends
and so far have raised a
fabulous £300.

Jo Marchant
Jo has been growing plants
from seeds in her garden and
kindly donated £200 of her
sales to us. She says, “There
will be more plant sales in the
Spring. I am growing plants
from seed now.”
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Super Supporters

Stephanie Evans
Steph bravely jumped out of a plane
at 15,000ft and raised £695 for
us after we supported the Gumbo
family while their son Anesu was in
hospital. Well done Steph!

NCS Volunteers: East
Durham College Cohort
These young volunteers
from the National
Citizenship Service kindly
donated £600 worth of
gifts to Crawford House in
Newcastle.

Paul Colenutt
Paul is still smiling after completing the
Great North Run. A huge thank you to
our Super Supporter, who has raised
an amazing £1,250.

Ross Ferrington
Ross donated the money raised from his 8th
charity golf day to us because we supported
him and his wife for three weeks when their
daughter, Eva, was born prematurely. The day
was a huge success and raised £4,631.30.
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Five Things I Wish I’d Known

A

nita Hyams, her husband Dan, and her two daughters Olivia
and Marion, stayed with us when William was born at just 23
weeks and five days. For World Prematurity Day – which is
on 17 November, Anita is sharing what she wish she’d known as she
embarked on this journey.

1 NICU life is a rollercoaster ride
Some days I felt helpless. Other days I was doing cares for William like
changing his nappy, giving feed via a tube or reading a story and he
would take my finger with all his might and squeeze it. Suddenly I felt
amazing! There will be ups and downs, but remember just being by their
side shows so much strength and courage.
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World Prematurity Day – 17 November 2019

2 It’s OK to not know the answers
No question is stupid, ask whatever you want. The doctors and
nurses will answer honestly and explain things in a way that you can
understand them. I also found that talking to other NICU parents really
helped to answer some of my questions. They were such a support
because they were feeling the same anxieties and truly understood.

3 It’s OK to cry
Life in NICU is tough! Every little step your baby takes in their journey will
be emotional. Cry happy tears, cry sad tears, just let it out.

4 It’s OK to take a break
The hardest part of NICU was leaving our baby, but we needed to take
time out to recharge physically and mentally. Having the ‘Home from
Home’ gave us that space to recuperate. We could sleep in a comfy bed,
cook dinner, watch TV or just sit in the lounge and watch the girls play.

5 It’s OK to need help
And it’s OK to accept it. We needed help to keep our whole family
together, which The Sick Children’s Trust gave us. Visits from friends and
family helped us to maintain some normality in a crazy time of our lives.
Being around other NICU parents helped us to feel less alone.
I received a lot of help, for which I am very grateful. If you’re a preemie
parent, I hope reading this helps you in some way.

By Anita Hyams, William’s Mum
To read more parents’
experiences of having a
premature baby, please visit
sickchildrenstrust.org/news

We support around
250 families who have
premature babies
every year.
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3 Brothers, 24 Hours, 150 Miles

S

ean Darney and his
brothers, Scott and Stuart,
took on the Spitfire
Scramble earlier this year and
raised a huge £4,597.67! We
spoke to Sean to find out more
about the challenge:
Why did you want to fundraise
for The Sick Children’s Trust?
“My nephew Jasper was born
with a condition called TOF, so he
needed emergency surgery far
from home. My brother, Simon,
and his wife, Hannah, stayed
at Chestnut House for 77 days.
Being close to Jasper was so
important for them, and we’re all
grateful that the charity supported
our family when we needed it the
most.”
Can you describe the challenge?
“It’s an endurance challenge - a
5.75 mile off road lap, which you
do as many times as you can in
24 hours. Myself and my brothers,
Scott and Stuart, took turns
running.”
What was the best moment?
“When I was running down a
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Fundraising Spotlight

straight road at 2AM, heading
towards the moon which was
low in the sky. It was a very
peaceful and surreal moment,
despite being tired and having
another 20 miles to go!”
What kept you going?
“Me and my brothers spoke
about this during the race – and
it was the thought that Simon
and Hannah couldn’t stop what
they were going through when
Jasper was born, so there was
no way we could stop.”
A huge thank you to the
Darney brothers. Without
our fundraisers, we couldn’t
continue to provide over
48,000 nights in our
‘Homes from Home’ to
families every year.

Dates for Your Diary
Here are some of our upcoming
events and challenges that we’d love
you to get involved with. For more
information and tickets please go to
sickchildrenstrust.org/events
Christmas Carol Service – 11 December 2019
A festive evening of traditional carol singing and celebrity guest readers
in St Marylebone Parish Church in London, sponsored by Fortem.

The Supper Club, London – 25 March 2020
A night full of fine wine, a superb three-course dinner and ‘money
can’t buy’ auction items.

Virgin Money London Marathon – 26 April 2020
If you have a place in the London Marathon 2020, we’d love you to
join our cheerful #TeamSCT

RideLondon – 16 August 2020
Gear up for one of the most famous cycling challenges in the UK and
help us to keep more families together.

Great North Run – 13 September 2020
Challenge yourself to the largest half marathon in the world and join our
friendly running team in Newcastle for the 40th anniversary of this event.

Events
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Please give us a few minutes of your
time and help to shape our future
newsletters by filling in our survey
sickchildrenstrust.org/feedback

Planning a fundraiser?

Contact fundraising@sickchildrenstrust.org
to see how we can help

Interested in sharing your story?

Please email publicity@sickchildrenstrust.org

Want to read more about our work?
Head to sickchildrenstrust.org

Want to join us at an event?

Please visit sickchildrenstrust.org/events
for more information

The Sick Children’s Trust
4th Floor
28-30 Worship Street
London EC2A 2AH
sickchildrenstrust.org
Registered Charity Number: 284416

charity design by Flying Kite

We want to make sure that we’re
bringing you the stories and updates
that you want to read about.

