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BraveHearts
supporting children and adults with congenital heart disease

Each month we celebrate more 
heart warriors treated at the Leeds 
Congenital Heart Unit...

To share your stories and Katie Bear pics, please email 
bravehearts@chsf.org.uk

For more information about the conditions mentioned, 
visit leedscongenitalhearts.com

Isaac Banner had surgery at 10 months old 
to treat a vascular ring around an artery.

Mum, Jodie says
“He’s doing amazing now. He’s my super 

warrior. Thanks to CHSF my boy now has 
a second chance of life. Thanks to the 

amazing surgeons, doctors, nurses and not 
to mention the play staff. And thanks for 

Isaac’s Katie Bear teddy too!”

Zander Symms was born with Tetralogy 
of Fallot and had open heart surgery at 10 
months old, and emergency pacemaker 
surgery a week later. Zander has since had 
multiple surgeries and procedures, needing 
more in the future. Zander is 9 in July and 
amazes his family daily!

Dominic McKeith had open heart surgery at 
8 months old to treat Kawasaki’s Disease and 
had surgery again in 2009 after developing 
Infectious Endocarditis. Dom is now 15 and is 
due for both his valves replacing this July.

chsf.org.uk

Did you know BraveHearts is also sent monthly by email?
Sign up today and receive more interactive content each 

month! chsf.org.uk/stay-updated

Katie’s Club

Sharon Milner, CEO

Large, personal donations don’t come along very
often and the support given from Dickie Bird
recently is extraordinary and most welcome.

Dickie has developed a real passion for the work we do and 
genuinely enjoys the involvement we have with him at various 
times of the year. He has become a regular visitor on the 
Ward, meeting families and the cardiac team has become a 
regular occurrence.
 

Also, Ramadan Mubarak to our many families who will be 
looking forward to Ramadan festivities this month. Our 
thoughts go out to the patients and families who find 
themselves in Hospital during this period of celebration.

Dickie donates £20K

A two night residential camp for 
families who have a child or teen,
0-17, who has received treatment at 
the Leeds Congenital Heart Unit*.
Camp is free, all accommodation, 
food and activities are provided.

When&Where?
Fri 4th - Sun 6th October
Dearne Valley, Conisborough
*one child in the family group must be aged 8-17 

Over 20 families
already registered!

To apply for camp 
go to www.otw.org.uk

 

and fill in the
‘Camper Interest Form’

For more info call
02392 477 110

Free Family Activity Camp
Only one month left to book!

We were bowled over when Dickie Bird OBE visited 
Ward 51 and PICU last month to award CHSF with a 
cheque for £20,000. Dickie had previously donated 
£30,000 back in November 2017, at the same time he 
became our ambassador. 
 
Dickie told us: 
“I can’t think of a better use of my money than helping 
babies and children in my home county who need 
heart surgery to survive.” 
  

“Every time I visit the heart ward, I’m humbled to meet 
youngsters and their families facing the huge battles 
ahead with smiles on their faces.” 
 

“Their incredible bravery underlines why everyone 
should get behind this tremendous cause.”

Dickie spent time spreading his Yorkshire cheer and 
charm with staff, parents and patients alike, and 
ended up talking about his charity work live on Look 
North that afternoon. We are incredibly grateful for 
everything he does. Thanks Dickie!

mailto:bravehearts%40chsf.org.uk?subject=
http://leedscongenitalhearts.com


“

Feeling inspired? Get in touch to
chat about your fundraising ideas!

lisa.williams@chsf.org.uk
0113 831 4810

To find out more taking part in an event
for CHSF contact events@chsf.org.uk

Download our 2019 events calendar
chsf.org.uk/events

If you are looking to support a good cause 
through your workplace then get in touch!

georgie.abbott@chsf.org.uk
fay.richardson@chsf.org.uk

Events

Community

Corporate

Real Stories We are incredibly grateful to our supporters
who are willing to tell their story!

To share yours, email: bravehearts@chsf.org.uk

Leanne and Noah’s story
As told by Mum, Leanne

For more information about congenital heart defects in babies, children and adults visit: leedscongenitalhearts.com
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      My name is Leanne Victoria Race, and I was born in 
1988 - the same year CHSF started as a charity!

My first year of treatment was 
1990. I was admitted to Hull Royal 
Infirmary with a suspected virus, 
and my CHD condition was later 
detected. I had heart surgery at 
Killingbeck in 1992 by Children’s 
Heart Surgery Fund founder 
Duncan Walker.
 

My mum remembers Killingbeck providing her with nearby 
accommodation as she was a single parent from Hull. She 
also remembers me returning from the surgery covered in 
ice cube packs and a special silver blanket. 

Mum wasn’t allowed to touch me as it would raise my 
body temperature. (How technology has developed! I 
was able to kiss Noah and hold his hand the second he 
returned from surgery!)
 

Mum very clearly remembers the ward teaching her how 
to use all the equipment so that she could hold me - 
disconnecting and connecting machines. Mum talks about 
how different the ward was back then, it had lots of space 
and even areas to play outside.
 

I am very grateful to the ongoing 
support of CHSF. When my surgery 
was finished, I was discharged and 
had no follow up appointments, 
but I feel the developments in 
CHSF to support families has
made me feel confident having
my son Noah. Because of you, 
we will get ongoing support 
throughout his life.

“

Katie Bear recently 
paid a visit to a few 
of our corporate 
partners. We managed 
to snap some photos 
but who knows what 
else she got up to. 
Keep your eyes on our 
social media - all will 
be revealed soon!

Sneak peak...

“

    My son, Noah Race-Wordsworth 
has congenital heart defects including 
Hypoplastic Left Heart Syndrome 
(HLHS), an ASD and VSD. Overall a very 
complex heart condition. At just one 
week old we were told to take Noah 
home for palliative care.
 

While as a family we were trying to decide a plan, a 
nurse on Ward 51 noticed a fast heart rate, and a few 
weeks later Miss Carin van Doorn was attempting 
surgery.

I say attempting as at the time no one thought it would 
be successful. They thought Noah was too weak to 
survive, and the surgery if successful would only buy us 
time.

Signing the consent form was easy 
thanks to the team, even though 
I now quiver when I see one, that 
first one was a life line. We had 
nothing to lose.
 

Luckily, we are now 16 months 
into the journey. The next piece 
of surgery is very unclear, we 
are praying for a dual chamber 
Glenn procedure but the team are 

unsure if Noah’s mitral valve is strong enough. 
 

We couldn’t have got through this 
without Children’s Heart Surgery 
Fund’s help. You helped fund my 
accommodation - around three 
decades after doing the same for 
my mum.

Without this I would literally 
be staying in a chair next to 
Noah. Hull to Leeds is too far 
to commute. CHSF also helped with small things that 
reduced stress, such as bottle warmers.
 

We still have a long, scary journey ahead - three 
rounds of surgery left for Noah at least, but we are 
grateful for each and every day.

“

Leanne and her son, Noah were both born with heart 
defects. Leanne tells us all about Noah’s condition, his 
time at the Leeds Congenital Heart Unit and how it 
compares to her stay at Killingbeck nearly 30 years ago.

James’ Marathon journey!
When James Mace got 
his place in the London 
Marathon he chose to 
raise funds for CHSF - as 
the Charity had recently 
become extremely 
important to his family.

“Last October, the charity supported my 
nephew, Arthur Teddy Dart, through his 
open heart surgery at only 8 days old.

Training for the London Marathon 
(my first ever) started 1st January and 
went pretty well. I’d be out running 
around 6 times a week - through rain, 
snow and hail. 

I was very nervous going into the race 
itself but as soon as I crossed that 
start line the nerves went and the 
atmosphere was incredible!

I did find it overwhelming at times as 
it sank in what I was doing and my 
reasons why.

When I was feeling 
tired at the 20 
mile marker, I 
pushed myself to 
keep going and 
used my nephew, 
family, friends and 
fundraising efforts 
as my drive!

I crossed the finish line in 3:04:12. 
I was over the moon and despite 
being very tired, it was great to ...

...see everyone finishing and celebrating 
for their own personal reasons!

I wanted to give back 
to the charity for what 
they did for my nephew 
Arthur. Also for the 
endless help and support 
they gave to my sister 
and brother in law 
throughout Arthur’s 
surgery and recovery.

This support included 
emotional guidance from 
a counsellor and giving 
them use of CHSF family 
accommodation on-site 
at the hospital. And who 
can forget the amazing 
support CHSF continue to 
give to others currently 
going through similar 
situations!”

There’s less than a month to go until supporters 
go to great heights all in aid of CHSF. Daring the 
drop from the top of the 100ft Portland Building 
in Leeds - could you risk the plunge to raise 
funds for Children’s Heart Surgery Fund?

Date: Sunday 9th June 2019
Price: £15 
To book: Go to chsf.org.uk/events or email events@chsf.org.uk

Abseil 2019

Run, jog or walk around superhero 
themed inflatable obstacle course 
set over 5km.

Date: Sunday 30th June 2019
Price: £25 adult, £20 kids
To book: Go to chsf.org.uk/events 
or email events@chsf.org.uk

Kapow! Save the date
Save the date for our first 
grown-ups night out...

Dance through the Decades
Saturday 19th October
Hilton, Leeds

More details released soon!

Host a Heart Party
A Heart Party is a great way
to celebrate your heart 
warrior and fundraise for 
CHSF at the same time.

Heart mum, Rebecca tells us 
how she organised a party for 
her daughter Emily and gives 
her top tips for making it a 
success!

“I emailed few a venues to 
work out costings and found a 
venue in the next village that 
would offer a space for free!”

“We sold tickets 
for the party and 
asked our guests 
to donate a 
minimum of £5 - 
we let the kids in 
for free.”

“We held a small raffle and had face 
and nail painting for which donations 
could be made.”

“My husband Myke was our DJ! He 
downloaded music to his laptop 
and used his PA system to play it 
through - but a small speaker
would do the job!”

“We asked guests to bring a dish of 
food each and we had flowers and

balloons donated from 
local businesses.”

“Our friends and family 
really helped and 
supported on the day. I 
couldn’t have done it without them.”

“It was great to see everyone as 
many hadn’t even met Emily due to 
her being kept inside and away from 
germs pre and post op!”

“It was great to let our 
hair down and celebrate 
Emily and her successful 
surgery, as well as raise 
some money for an 
amazing charity!”

http://leedscongenitalhearts.com


Donate today. Every donation makes a difference.

chsf.org.uk/donate
Children’s Heart Surgery Fund                   #BecauseofYou E: info@chsf.org.uk

T: 0113 831 4810

This edition of BraveHearts has been generously printed by: 

Kardia devices for Pinderfields
Thanks to your brilliant fundraising, we were thrilled to present 
Pinderfields General Hospital in Wakefield with five Alivecor Kardia 
monitors for use in CHD patients presenting with palpitations.

They are already having a huge impact as Dr Claire Davidson,
Consultant Paediatrician gave us an example:

“I had a teenage boy who presented with troublesome episodes of 
palpitations, but unfortunately he would only have symptoms every couple of weeks. So despite us trying to catch 
his symptoms on a heart monitor this was never possible as we only had the option to fit him with a 24 hour, 48 
hour or 7 day monitor.” 

“We spent 2 years trying to diagnose his palpitations without success – until we managed to get an Alivecor Kardia 
device.  The family attached this to their mobile phone, took it home and 4 months later we caught an episode 
of his palpitations.  We were able to confirm his symptoms were being caused by an abnormally fast heart rate 
(Supraventricular Tachycardia or SVT) and he has now undergone a procedure which should stop him having any 
further episodes of palpitations.”

Brightside
Music
Your fabulous donations 
have paid for two 
further years of visits 
from Brightside Music, 
who provide interactive 
music-making sessions 
for patients and families 
on Ward 51, 47 and 
Outpatients.

Brightside Music is made up of Becky Eden-Green and Aisling 
Holmes. They are professional musicians who sing and play 
music to enhance the atmosphere, and offer the opportunity for 
patients and families to get involved using a box of percussion 
instruments. 

Their gift of music provides a welcome distraction from hospital 
routines and procedures, opportunities for creativity and self-
expression. It also creates positive lasting memories for patients 
and families. Thanks to them, and all #BecauseofYou.

Hospital direction cards
Your funds also helped us supply these 
brilliant direction cards for Ward L51, 
which help families and patients find their 
way around the hospital to locations like 
Phlebotomy, the Cashier’s Office and X-Ray!
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