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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

Ezra Blu Smales was born with TGA and VSD, 
had a valvuloplasty within minutes of arriving 
and had his open heart surgery at 9 days old. 

Mum Lauren said: “Everyone in LGI, neonatal, 
ward L51 and L47 was in love with our cheeky 
warrior! The most incredible staff. They are so 
genuinely caring and loving. Can’t thank them 
enough for their amazing care!”

Ezra is now a healthy 4 month old and mum 
says he is the happiest baby ever!

Oscar Laske was born with hypoplastic left 
heart syndrome and AVSD. He had his first 
open heart surgery at 4 days old and his 
second at 8 months. His mum says: “He is now 
20 months old, doing amazing and we are 
awaiting his third surgery in the near future.”

Joe Wilkinson has truncus arteriosis and 
he is 15 now. He has had six open heart 
operations and multiple other procedures 
since his first open heart surgery at one
week old.

chsf.org.uk

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

chsf.org.uk/stay-updated

Katie’s Club

Sharon Milner, CEO

Welcome to the August edition of BraveHearts! 
I hope you and your children are all enjoying 
your summer break. We have had a very busy 
period over the last month. Enjoy reading all 
about what we’ve been up to and thank you,
as always, for your wonderful support!

Hanif Malik OBE has stepped down after five years as Trustee 
with Children’s Heart Surgery Fund. We want to take this 
opportunity to thank him for all he has done for the Charity 
over the years. He has been a very active and supportive 
member of the Board in several ways - through fundraising 
and also in an advisory capacity. This inspiring, caring man 
will be truly missed by our team and other board members.

However, Hanif’s work with CHSF has not ended 
quite so abruptly as he has become a ‘Charity 
Ambassador’ for Children’s Heart Surgery Fund. 
This means he will promote CHSF, attend events  
and he will continue to support the Charity in 
whatever way we require in the future!

We look forward to seeing you all on 8 Sep! With a 1km 
superhero walk and family fun day it’s a great chance for 
families to get together! Book at: chsf.org.uk/superherowalk

Hanif Malik OBE

Keeping the Beat: Up and running!
Thanks to your amazing fundraising, CHSF were able to fund all the equipment 
in the new Hybrid Theatre at Leeds Children’s Hospital. The theatre has been 
treating patients since April 2019 so what do some of the staff have to say 
about this groundbreaking new facility?

Anaesthetist Carol Bodlani: “It’s great, the staff absolutely love it. 
It’s wonderful to see cardiologists and surgeons all working together. 
And the children and their parents are all saying ‘wow’ when they go 
in to the theatre and are all so much more relaxed and happy.”

Paediatric Cardiologist Dr Dominic Hares: “The new laboratory 
allows us to continue pushing the boundaries of what is possible in 

managing these very small infants. The support from Children’s Heart 
Surgery fund in making this lab a reality is greatly appreciated.”

Turn to pg 4 to read our interview with Dr John Thomson, Lead Clinician 
for Congenital Cardiology who told us about how the Hybrid theatre 
has revolutionised work at the Leeds Congenital Heart Unit...

8 Sept
Sunday

Sponsored by

Temple
Newsam

Book now

chsf.org.uk/events

1km walk and 
family fun day!

£15
per family

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

Community

Events

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

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

For more information about congenital heart defects in babies, children and adults visit: leedscongenitalhearts.com
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We were taken straight to see the 
consultant and we were referred to Dr 
Barwick at Leeds General Infirmary. We 
were told not to Google anything and 
to patiently wait for the appointment 
in Leeds. At the scan we were told our 
baby had a very rare heart condition 
called Truncus Arteriosus and Ventricular Septal Defect.

This condition affects less than 5 in every 100,000 babies 
and, as he was likely to be born in heart failure, our baby’s 
surgery would be within the first six weeks of his life.

On July 28th 2014 Adam Dennis Worker came into the 
world and was a good healthy 9lb 2oz. All the doctors were 
very impressed at his size!

After a short stay in hospital we got to go home for 
ten days but by August 12th he really couldn’t manage 
anymore. We had already had an appointment at the LGI, 
so whilst there, we rang the cardiac liaison nurse and she 
asked us to go up to the heart ward for assessment.

Adam tried so hard to feed but he was exhausted. His 
weight had dropped to 7lb 12oz and he slept about 20hrs a 
day. There and then we went onto the amazing Ward L51 at 
LGI for them to take care of us. We met so many wonderful 
people including the incredible Mr Jaber who was to save 
Adam’s life.

Adam went to sleep in Daddy’s arms and Mr Jaber spent
7 1/2 hours repairing his broken heart! Afterwards he spent 
time in PICU, a few issues with his heart rhythm and rate, 
but once under control we were then straight onto the 
ward as he was doing so well. We were due to go home but 
Adam’s wound was open a little so Mr Jaber wanted us to 
stay over the weekend.

The next day Adam became very 
poorly, very quickly, and was rushed 
back to HDU in the middle of the night. 
Doctors told us that he had developed 
a dangerous tachycardia and an Atrial 
Flutter. They took him back to PICU to 
try cardioversions, where they stop the 
heart and restart it.

This didn’t work first time and he ended up having four of 
these. This was one of the most terrifying times. After 32 
days we finally made it home!! 

Having been home only 36 hours, Adam’s colour didn’t 
look right, he was quite sleepy and was finding breathing a 
little hard. We took his sister Aimee to school. She was so 
excited for everyone to meet Adam - he was like a celebrity!

After speaking to cardiac liaison we went straight to A&E 
and within two hours Adam’s body shut down - he had a 
full respiratory collapse and was rushed back to PICU on a 
ventilator. 

Finally, towards the end of September, we made it home. 
Many blips along the way, several very fast rides by 
ambulance with bronchiolitis, croup and respiratory issues.

“
“

Organise a bag pack!

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!

corporate@chsf.org.uk
0113 831 4810

‘Up on the roof!’

Corporate

Adam is now five and had his second open heart surgery 
with Mr Jaber in March 2019. This surgery went very well, 
no arrhythmias or complications and five 
days after surgery we were heading home.

We will be forever indebted to Mr Jaber,
Dr Wilcoxson, Dr Barwick and all the 
staff on Ward L51, PICU and of course 
Children’s Heart Surgery Fund.

There has been a lot of media coverage in recent years 
about heart units in the UK. A set of 200 standards have 
been drawn up that every unit needs to reach. One of the 
largest, most expensive of these standards is to build a 
‘hybrid theatre.

CHSF’s “Keeping the Beat” campaign 
launched in May 2016. CHSF provided a large 
sum of money to make this theatre a reality 
and it opened in Spring 2019. There are many 
things that the hospital want and need that 
just would not be available without the funds 
so generously raised by CHSF’s supporters.

Whilst Adam was in hospital, we noticed just how much 
was provided by CHSF. We wanted something to focus 
on and the chance to give something back, so calling 
on our friends and family, the first fundraising event 
we participated in was the Firewalk at Stockeld Park in 
November 2014. Several of us joined in and raised over 
£2000 - and there began our fundraising plans!

Around Adam’s first birthday, we came up with the idea 
of holding a huge party and the ‘Beach Party’ was born. 
A massive community event - so many people offering 
support.

We’ve done stalls, bucket collections and a weekend at 
the Yorkshire Game Fair. When she was at primary school 
Aimee organised Wear Red Day every year to raise her 
own money for CHSF. For Lent one year Aimee gave up 
sugar. She did it! She also learnt a lot about how much 
sugar is in food! She wanted to raise £50 but ended up 
about £200 over her target!

We stayed in the parent accommodation at the Brotherton 
Wing for the whole time Adam was in hospital. We were so 
grateful to have somewhere that we could all stay and be 
close to Adam.

Whilst there, Adam’s Dad, Mark, was 
working for Howdens Kitchens and they 
offered to provide and fit a brand-new 
kitchen for the parent accommodation. 
We could not have been more delighted at their generosity. 
It is lovely to see how good it looks and how functional it 
is. There is even a lovely plaque on the wall as well…

CHSF provide help in many ways. 
They fund vital equipment, provide 
staff, play equipment and furnishings. 
They have accommodation for 
parents, so you are always close to 
your child, give financial support 
for families who are long term stay 
and generally support the staff and 
families in caring for critically ill 
children.

Adam’s story
by mum, Sara

     At our 20 week scan in Selby, we 
heard those words that no parent 
wants to hear… “there’s something 
wrong with the baby’s heart”.

Early this year Community 
Fundraiser Lisa signed herself up 
to Wing Walk for CHSF.

To help reach her fundraising 
target she got a group of friends 
together and organised a bag 
pack in her local supermarket! 
Lisa shares some tips…

“Bag packs are a great way to 
fundraise with family and friends 
and raise awareness for Children’s 
Heart Surgery Fund. It’s simple 
and easy to get started!”

“If you’ve not heard of a bag 
pack before, it’s where a group of 

volunteers help shoppers pack, and ask for a 
small donation in return.”

“I’d recommend contacting the Community 
Champion in your chosen Supermarket and 
requesting a date for a bag pack”

“Once you have a date confirmed get in 
touch with CHSF and we will be able to help 
with charity t-shirts and collection buckets.”

“Next thing on the list is to gather your 
friends and family. Work out shifts for the 
whole day, ensuring you have someone 
available to cover each open till point.”

“On the day, chat to the customers, thank 
them for their support, take lots of photos 
and have fun!”

Want to get involved? Get in touch with Lisa 
on lisa.williams@chsf.org.uk or call CHSF HQ 
on 0113 831 4810 to talk through your ideas!

It was so lovely to 
see so many of our 
business friends 
supporting our 
Rooftop Terrace 
Takeover last 
month.

A great night, lovely weather 
and a fab venue Avenue HQ 
Leeds. Thanks so much to 
all our corporate supporters 
who came along!

Save the date!
Friday 4th October, 6pm
Novotel Leeds Centre
Discover the Real World of Gin. Tickets 
£35 including food and 5 premium gins. 

RSVP to z.rafiq@consilialegal.co.uk
Event hosted by Consilia Legal, funds to CHSF.

Dance through the DecadesSuperhero Walk
Calling all superheroes for a 
1km walk and day of family 
fun including bouncy castles, 
kiddies rides, face painting, 
food and drink and much more!

Which superhero will you be?

Sunday 8th September 2019
11:30am – 3pm
Temple Newsam, Leeds

Family entry £15, suggested 
fundraising target of £50

More info and to book, go to:
chsf.org.uk/superherowalk

A brand new event for 2019, we’re heading to the disco 
to dance through the decades!

Whether you love the flares of the 70’s, leg warmers of the 
80’s, union jack dresses of the 90’s or velour tracksuits of 
the noughties grab some mates and come along for a
fun-filled night of retro nostalgia to support CHSF.

Saturday 19th October, 7pm til late
Hilton Leeds City, £20 per person

Book now
chsf.org.uk/dance

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: 

“Hello, I’m Ruth and because of you and 
your fundraising I am newly appointed
as Congenital Cardiac Research Nurse.
I have been working as a Children’s Nurse 
for 14 years - initially in acute medicine 
in Bradford before coming to Leeds to 
work on the Paediatric Intensive Care Unit 
(PICU).”

“I have a huge passion for travelling so after 18 months on 
PICU in Leeds I moved to the Middle East where I spent a 
year working on the Cardiac Intensive Care Unit in a new 
children’s hospital. On my return to the UK I decided that 
I wanted to make a difference to my patients’ lives in a 
different way which is how I got into my current research 
position.”

“I feel incredibly proud that I am able to be part of the 
future of congenital heart disease (CHD) care. My everyday 
life at work involves identifying patients for our study, 
attending clinics, meeting patients and their families and 
being with patients every step of the way through the 
study visit. My favourite part of the job is definitely getting 
to know the patients whether it’s over the phone, via email 
or in person so please get in touch on social media or 
come say ‘Hi’ if you see me in clinic or on the ward.”

“Out of work I am a huge Take That and Harry Potter fan. I 
am a massive animal lover especially dogs, elephants and 
penguins and I recently returned from safari. I like going to 
the gym and I am addicted to EastEnders! I enjoy spending 
time with my friends and one of my best friends is one of 
the Children’s Cardiac Nurse Specialists!”

“A big challenge in my current role is changing people’s 
thoughts about research and becoming part of a study. 
Our study aims are to improve the care and quality of life 
of our patients, their families and future generations.
We want to make study visits as easy and stress free as 
possible.”

“This is where all of you come in; we need your help to 
help us make a real change to the care of the future of 
children and their families living with congenital heart 
disease and to make Leeds a centre of excellence for CHD 
care.”

“We will be telling you more about our study very soon so 
keep an eye out for our updates. We have many plans for 
future studies all centred around different congenital heart 
diseases so if you can’t help us with our initial study you 
will definitely be able to help us in the future!”

“Because of you Leeds has been given this opportunity 
to do something amazing. Thank you!”

We spoke to Dr John Thomson, Lead 
Clinician for Congenital Cardiology to find 
out what life is like working at the Leeds 
Congenital Heart Unit now the new
‘Keeping the Beat’ Hybrid Theatre is open...

What has the hybrid enabled you to achieve that you 
couldn’t before? “We’re now completely adjacent to all 
of our other colleagues doing the technical and difficult 
work in children’s heart surgery and catheter treatment. 
We’ve already done a number of cases with our surgical 
colleagues where we’ve been able to bring our catheter 
skills and their surgical skills together – the hybrid cases. 
It’s been really good to be together, and in a very specific 
environment designed for what we need to do.”

Has the theatre resulted in less invasive procedures? 
“Yes it has. We’re now more able to do procedures 
without having to open up patient’s chests to get to 
the heart e.g. treating smaller children with keyhole 
techniques. This leads to quicker recovery and less post-
op pain. Patients are out of hospital quicker which is very 
important for us and our patients.”

“The exposure to radiation is significantly 
less with this equipment which is really 
important for growing people that are 
having treatments because you want to 
minimise exposure.”

“And undoubtedly we can do more 
complex procedures. We are able to 
choose different treatments that are 
available to us because of the equipment.”

How does the hybrid help Leeds advance congenital 
care? “This is a very technical area of medicine so to 
be at the forefront requires a huge amount of high-end 
equipment and we’ve got that now. We are able to treat 
smaller patients and more difficult cases. It’s helping the 
patients, but it’s also improving treatments that are used 
elsewhere in the country, and the world!”

What would say to CHSF supporters who contributed to 
Keeping The Beat? “I’d like to say a really big thank you 
to all the supporters of Children’s Heart Surgery Fund. 
The fundraising you’ve done has really made a massive 
difference. Without the charity, and the 
work that you do to fund CHSF, we really 
couldn’t make the difference that we are 
doing to patients with congenital heart 
disease.”

You can read the full interview with 
John Thomson at chsf.org.uk/blog!
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