
 

 FONTAN EDUCATION DAY 2015  

On Sunday 18th October 2015, the 

Heart Centre for Children (HCfC) at 

The Children’s Hospital at Westmead 

hosted the second annual Australian 

and New Zealand Fontan Registry 

Family Education Day. The HCfC Family 

Support Team was delighted to  

provide a workshop for young people 

who have had the Fontan operation 

and their siblings. Six young people 

participated in the day, which was  

jam-packed with a mix of education  

sessions and fun activities, as well as a 

few surprises! The interactive workshop 

provided an opportunity for young 

people to meet and share experiences  

Our day started with greetings at the  

registration desk, and then together we 

made our way to the Hospital School. 

Fiona and her mum arriving  for registration. 

with one another, while learning more 

about the Fontan operation in a fun 

and supportive environment.  

Registration 
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Welcoming Everyone to the Group 

Fontan Education Session 

 

 

The workshop started with a  

welcome activity, to help us get 

to know one other.  By the end of 

the activity we had created a 

web that included every person 

in the group and represented 

how each person would make 

the day special in their own way. 

We also spoke about the  

uniqueness of our group and how 

the web was a reflection of this. 

We recognised that the web 

would look very different if one 

person was not here.  

Our red web created during our ‘getting to 

know you’ activity. 

Our first education session was led by Kim (a Cardiac Nurse Educator), 

who talked about the basic anatomy of the heart and the Fontan  

circulation. There was time for everyone to ask as many questions as 

they liked, so we could learn as much as possible. Through the  

discussion we were able to see the similarities, as well as the differ-

ences, in each person’s experiences. 

Heart Beads 

The Heart Beads Program was developed 

at the Heart Centre for Children in 2008. 

Every procedure, treatment, good day, 

bad day, or other milestone has a unique 

bead. These beads are threaded together 

on a string to help tell a person’s story 

about their heart condition.   

Lily with her Heart Beads. 

 



 

Hollie with her Heart Beads. 

The young people really enjoyed the Heart 

Beads activity, led by Julie Beydoun (a car-

diac nurse), as it provided an opportunity for 

everyone to talk about their experiences, 

and the similarities and differences between 

their journeys. Each young person took their 

Heart Beads home and we hope that these 

will help them to share their experiences with 

The day was made 

even more special 

as we celebrated 

Findlay’s 13th  

birthday! We were 

thrilled to share his 

birthday with him 

and of course, 

there had to be 

cake! Cliff from 

Cakes by Cliff 

hand delivered an  

incredible cake. 

The cake tasted every bit as amazing as it looked!! 

Findlay receiving his delicious 

cake from Cakes by Cliff.  

Happy 13th birthday, Findlay! 

Surprise Guest: Cakes by Cliff 

Mindfulness and Gentle Yoga  

After morning tea was a mindfulness and gentle yoga session. 

This helped us to learn more about the different ways to            

manage stress and how it can effect our body. Michelle and  

Averil guided us through a mindful body scan, followed by an 

opportunity to try some gentle yoga poses. Everyone felt very 

relaxed by the end of the session! 

 



 

After yoga, we were joined by Madeleine and Gaby from Trapeze – a team that helps 

young people in NSW make the transition from paediatric health care to adult health 

care. The session was filled with information about what transition involves, how to plan 

and prepare for this leap, and a video  showing how young people with a range of  

different health conditions made the change from paediatric to adult health care. We 

learned a lot about what the young people found worked for them, as well as the 

challenges they faced along the way.  We were also very lucky to be joined by Melissa 

– a young adult who has made this leap. Mel spoke openly about her experience, and 

shared some  great tips with the group. 

The Trapeze website has lots of helpful information 

and resources for young people and their families. 

For more information about Trapeze and the transi-

tion from paediatric to adult care, check out the 

Trapeze website: www.trapeze.org.au or call the 

Trapeze team on (02) 8303 3600. 

Transition Education Session 

 

The biggest surprise of all came  

after lunch, when we were  

greeted by a troupe of dancing 

dogs with celebrity status! The 

poodles, Chloe and Jackson, have  

competed in Australia’s Got Talent 

and regularly appear on TV!  

 

Loretta, Natasha, Joshua and Glenda gave us a beginner’s 

 introduction to dog training and provided some great tips. We 

were all roaring with laughter as the dogs twisted and twirled, 

walked on two legs, danced, skateboarded – and even played 

the piano! Then we went outside and were treated to the 

grand finale – Sprocket running an agility course! It was a  

wonderful way to end a really fun day. 

Fun with Sprocket & More Surprise Guests!! 

 

http://www.trapeze.org.au


 

Feedback from the group told us that the  workshop 

was a great success, with everyone providing very 

positive feedback about the day. Each person com-

pleted an anonymous feedback form to share how 

much they liked, or did not like, each session. The 

graph below shows everyone’s feedback: 

Thoughts About the Workshop 

As you can see in the graph, one person chose not to take part in the mindfulness and 

gentle yoga session, and participated in another activity instead. Some of the young 

people shared that transitioning to adult care was something they had not yet thought 

about and that they were worried about making this leap, which may explain why they 

felt unsure about the session. 
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More Thoughts About the Workshop 

We also had an overwhelmingly positive response when we asked 

if the young people would like to come back again. Five of the 

young people said ‘Yes!’, and one young person did not answer, 

as shown in the graph below: 

Holly and her sister, Rose shared their 

experiences. 

Overall, the day was very special for 

everyone involved. The interactive, fun, 

and creative activities provided an         

opportunity for each person within the 

group to talk and learn more about 

themselves and each other, and to feel 

supported. The written feedback, as well 

as the many wonderful and very 

thoughtful comments and questions on 

the day, have really emphasised how 

important this experience was for     

participants! 

 



 

The workshop highlighted the need to learn more about the experiences and 

needs of young people with a Fontan circulation and their families. With this in 

mind, we are looking forward to launching the  

study very soon! 

 

This is a national study on individual perspectives and family experiences of Fontan. 

The aim of the study is to learn as much as we can about what life is like for kids, 

young people and adults who have a Fontan circulation, as well as for their            

brothers and sisters, and mums and dads.  

The study will explore different parts of life, such as family and friends, school or 

work,  hobbies and sports, worries and concerns, hopes and goals, the things that 

can make health care better, and other aspects of health and well-being.  

 

To be a part of this study,   For information about the study contact: 

make sure you update your   Laura Mitchell 

details on the Fontan Registry:   Email: fromtheheart@mcri.edu.au 

www.fontanregistry.com   Phone: 1800 025 509 (free call) 

 

What’s Next? 

Young Person’s Workshop Feedback or Questions? 

If you have any feedback or questions about the ANZ Fontan Education Day  

Workshop for Young People, or if you would like to know more about the support                   

services that are available, please contact Nadine Kasparian (Head of Psychology)                    

at the Heart Centre for Children on: (02) 9845 0088.  
 

From the Heart Centre for Children Family Support Team, see you next year! 

W:  www.heartcentreforchildren.com.au W:  www.fontanregistry.com 
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