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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

Robynn was born prematurely in November 
2018, and rushed to ICU in Sheffield. She 
had two holes in her heart and open heart 
surgery followed at Leeds in February 2019. 

Robynn was subsequently diagnosed with 
the rare condition DiGeorge Syndrome.

You can read more about Robynn’s journey 
at chsf.org.uk/news (see Real Stories).

Flynn had a VSD repair in August and is 
now 22 months old. Mum Katie says: “He 
was very brave as he had to go back to 
surgery 4 days later when his breast bone 
came apart again! He is now doing amazing 
all thanks to the amazing team at LGI.”

Rome was born in 2017 with Transposition 
of the Great Arteries (TGA). Mr Jaber 
performed open heart surgery in January 
2018, and mum Alexandra says words will 
never express how thankful they are to the 
staff at the Heart Unit!

chsf.org.uk

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

chsf.org.uk/stay-updatedKatie’s Club

Sharon Milner, CEO

Visit our new - and 
improved - Children’s 
Heart Surgery Fund 
website!
We are absolutely thrilled to 
announce we have launched 
our new website at
chsf.org.uk.

Based on feedback from YOU, our amazing supporters, we 
have simplified the website and hope you agree it is much 
easier to find your way around and get involved in our 
charity - and all processes are more straightforward.

One of our main goals for the new online home was to 
make it easier for you to register for CHSF events and buy 
merchandise, register for your own fundraising, sign up for 
a fundraising pack and get involved with our vital cause 
more generally. And we believe this site does that.

It features new products and 
clothing, a simplified layout 
and booking process There are 
more straightforward online 
forms so you can get involved, 
register your events, order 
fundraising packs and so much 
more! 

You will also notice new pages for press releases, videos 
and an extended news and blog area showing where your 
generous donations are going.

A huge thanks to Ideas That Work (www.ideasthatwork.co) 
who designed the new site.

We’d love to hear your comments 
and feedback as this website is all 
#BecauseofYou. Please email us at 
becauseofyou@chsf.org.uk to share 
your thoughts. Thanks!

Welcome to our October edition of 
Bravehearts. We have had a busy summer here 
at CHSF, working particularly hard in making 
changes to our website. We have slimmed 
down the content significantly, which has, in 
turn, made it much simpler for people to use. 

From booking on events to making a donation it has never 
been easier, please check out our new site at chsf.org.uk.

We want to communicate with you more effectively going 
forward and ensure that you have more control over what 
you receive from CHSF. Visit chsf.org.uk/stay-updated to 
update your preferences.
 

Thank you for all your incredible and continued support. 
Watch out for this year’s Christmas campaign as well as 
CHSF Christmas cards, on sale soon.

Voting is now OPEN in all local branches of Tesco. 
There is £25,000 available and we desperately 
need your blue tokens between October and 
December in ANY regional Tesco store including 
Express and superstores. The charity with the most 
tokens wins £25k, so please help! THANK YOU!



James was so prepared after spending time playing that 
when he saw the real MRI scanner his shouts of “WOW! 
That’s so cool” made everyone smile!

Dr Malenka got James all ready to 
be scanned and James said he felt 
like a space man going into space.

Our participants are able to watch a 
film or series whilst on the scanner. 
James had already decided he 
was watching Minions and loved 
that only he could hear it with his 
special ear phones.

James’s Mum was able to sit with him during the scan. 
James could see her through the mirror we use so 
participants can see the film they are watching.

Once James and his teddies were ready we started the 
scan and what a superstar James was! We were all very 
proud of James and when his MRI scan was finished his first 
question was “can I go play with the toys again?” The toy 
MRI scanner and figures were obviously a very important 
part of his experience with us. Being able to offer this play 
therapy is all because of you.

James and his Mum left our department with big smiles on 
their faces, feeling more confident that when James has to 
have a clinical MRI scan that he will be able to tolerate it 
being awake. 

Because of you we were able to make sure 
that James’s visit was a positive experience 
from start to finish. Your contribution to 
our research study has been incredible - 
taking part directly or raising money to 
help us buy these important toys - you are 
all playing a big part in making this a big 
success. Thank you! 

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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Meet James! James is 6 years old and 
has Tetralogy of Fallot. James came 
to visit the Advanced Imaging Centre 
for a research MRI scan and is the 
youngest participant we have had 
take part in our study so far.

James and his mum Claire hoped that taking part in our 
study might mean his next clinical MRI scan could be done 
awake and prevent James needing a general anaesthetic. 

Because of you we received enough 
funding to buy a toy MRI scanner 
which looks just like the real thing in 
miniature. We were also able to buy 
figures to put on the MRI scanner 
and a toy hospital and ambulance. 

These toys are used to help explain 
to participants like James what will 
happen during an MRI scan. The 
toy MRI makes realistic noises to show just how loud the 
scanner is. We want to make sure that our participants are 
fully aware of how the MRI looks and sounds before they 
are scanned for real.

Play therapy is particularly important for our child 
participants because we know that children learn through 
play. It gives them time to explore and ask questions about 
what is going to happen to them during their visit. 
 

James had brought his favourite teddies with him to 
accompany him onto the scanner so our first job was to 
scan them first to make sure they didn’t have any metal in 
them... we think they enjoyed their scan too!

MRI research nurse Ruth 
Foley tells us a very special 
“Because of You” story!

“

“

James’ story by mum, Claire...
James was diagnosed with Tetralogy of Fallot at our 20 
week scan. At four days old James was ready to have his 
tiny heart stented and he did not have a name. So before 
he went for his procedure we named him James. Dr Jamie 
Bentham did his procedure and said we couldn’t have 
chosen a better name.

James grew well and out-grew his stent so we were 
scheduled in to replace it for a bigger one. I kissed James 
goodbye as he went off to sleep. Two hours later and 
James had still not come out of the lab so I started to ask 
if there was anything wrong.

Mothers instinct, it was! Whilst in recovery James started 
to de-sat very quickly and quick 
ultrasound showed that the stent was no 
longer in his PDA meaning no longer any 
open valve to allow blood to flow. He 
was rushed into emergency theatre to 
repair his heart to keep him alive.

Many hours later we were told James 
was out of surgery and the amazing 
Stefano Congui had not only managed 

to repair James’ heart but had 
not had to use a conduit to do so.

This was the best possible 
outcome from one of the worse 
possible situations. Mr Congui is 
still considered a god to this day 
by all our family. 

James is now six years old and will continue to have 
MRI’s to monitor his condition. When we were offered 
the chance for James to trial an MRI awake, we were 
more than happy to take part.

Anything that reduces the number of times James has 
to be put to sleep for procedures and surgery means 
the world to us, as we all know it doesn’t get any 
easier when we see them go off to sleep and kiss them 
goodbye.

James loved the whole MRI awake experience. The 
playing before hand, watching the movie, me getting 
to be with him throughout… 

Everyone at the LGI has been amazing where James’ 
care is concerned we cannot thank you all enough.



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

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

Community

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

Look at our 2019/20 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

Corporate

Laura Baker has just joined our team to create new corporate 
partnerships in South Yorkshire. She is looking to connect 
with businesses of all sizes. It doesn’t matter if it’s a team of 
10 or 1,000, any business can support hearts for life.

Could you nominate Children’s Heart Surgery Fund at your 
place of work? Think you could challenge your team to take 
part in at-work fundraisers? Please send Laura a message at  
laura.baker@chsf.org.uk or call 07704 146095.

It will soon be that time again, when 
we look for donations as Leeds gets 
busier with Christmas shoppers. 

We are looking for volunteers to come 
and help us out at our Christmas 
Collection on Friday 6th December 
2019 at Leeds Train station.

We need bucket collectors to help out 
in 2 hour slots between 8am and 
6pm.

If you think you can help, please 
let Charlotte know on 0113 831 
4810 or email events@chsf.org.uk

Planning to fundraise for CHSF? We want to hear about it! 
Head over to chsf.org.uk/registration, give us all the details 

and receive your free fundraising pack!

Do you think you could take 
on the challenge to swim 
the channel for CHSF?

There’s no need to lather up 
in goose fat or travel down 
to Dover for this one as you can take on this 
challenge from the comfort of your local pool! 

Swim the length of the channel 
in your local pool in 12 weeks. 

Starting in January this will be 
a new decade challenge for 
you all! 

More details coming soon...

Do you live in South Yorkshire? We need you! 

BigSwim 2020Join our Xmas collection!

Worksop Cricket Club
This fabulous community and sports club chose 
Children’s Heart Surgery Fund as their charity of 
the year. They were inspired by young Charlie who 
has had two open heart surgeries at the Leeds 
Congenital Heart unit.

They organised a fashion show at the Club, had 
collection tins and Charlie’s sister even did a 
sponsored cartwheel! 

Club manager Shirley told us: “Charlie 
has been a part of our ‘cricket family’ 
since he was born, with his dad being a 
big part of our cricket team.”

Charlie’s godfather Adam Valente 
ran the Doncaster Half Marathon for 
CHSF, and says: “I decided to support 
Children’s Heart Surgery Fund as it’s 
very close to my heart. Being able to raise money for this 
amazing charity is an honour.”

And the final word goes to mum Julie who added: “If it 
wasn’t for CHSF providing us with accommodation while 
Charlie has spent weeks at a time in hospital I don’t know 
what we would have done! Keep doing what you are 
doing, because you are doing a wonderful job.”

Wonderful job! We say the same back to you guys!



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: 

Your amazing donations enabled CHSF to buy a Parallel Simulator which 
attaches to the ECMO heart-lung bypass machine. It simulates various training 
exercises for the 12 PICU trainees - pictured left - to follow and respond to.

The Parallel Simulator is programmed with a variety of medical emergency 
scenarios, such as when the pressure in the pipes increases or if bubbles appear 
in the pipes while a patient is on the bypass machine. 

PICU Consultant Santosh Sundararajan said:
“The Parallel Simulator will help us to train ECMO nurses and PICU medical staff 
to work as team in managing real life based ECMO emergencies.”

“We are incredibly thankful to CHSF for raising the money to buy this vital 
teaching equipment. This equipment will be used in monthly team training, and 
will further help us to improve survival for children needing ECMO support.”

This machine is invaluable, it will enable: better training; big cost savings for the 
hospital as nurses rather than doctors will be providing the ECMO service; and 
measurable training for the team. Thank you!

How about some retail therapy?
With the launch of our new look website
we are delighted to announce that we have 
a new range of CHSF merchandise now 
available to purchase!

This new merchandise not only looks 
super cool but also is incredibly important 
for raising the profile of our charity.

From new supporter hoodies and trolley 
coins to those essential items to help 
you do your bit for the environment 
like reusable water bottles and canvas 
shopping bags...

Head over to chsf.org.uk/shop to have a 
browse and make your purchase! Why not 
get started on that Christmas shopping...?!

Do you have the

Will to transform lives?
By leaving CHSF a gift in your Will you 
contribute towards improving the lives of those 
treated at the Leeds Congenital Heart Unit.

We promise to use your gift to make lives 
better for generations to come.

To find out more go to
 

chsf.org.uk/legacy


