Reaching for the STARS to Help Kids with RAS by Tania Tirraoro

It’s known by many different names in different part of the world, but in the UK, Neurocardiogenic Syncope (NCS) in children is more often called Reflex Anoxic Seizure (RAS). RAS is a type of arrhythmia or heart rhythm disorder.  A sudden shock or pain can make the heart and breathing stop in a mini cardiac arrest, the patient shows seizure-like symptoms and they faint.

Things are changing, but it’s still likely that if your child is suffering from these frightening episodes, you may well be told by doctors that they are breath-holding, or perhaps suffering from epilepsy. They may have been prescribed anti-epileptic drugs or you may have even been told that your child is just having temper tantrums and should be ignored.

Now, thanks to the UK charity, STARS (Syncope Trust & Reflex Anoxic Seizures), the message is getting across that RAS is a condition that needs to be diagnosed and treated appropriately.

STARS’ Chief Executive, Trudie Lobban, started what was then a small support group, eleven years ago, from her kitchen table. Over the years, STARS has taken more than ten thousand calls, and its website has seen a dramatic increase in hits in the last year alone.

The charity has even managed to help change UK government policy by convincing the Health Department that arrhythmias should be included in the ‘heart bible’ policy document.  Trudie came up with the idea of an ‘Arrhythmia Awareness Week’ to try to highlight the problems of poor levels of diagnosis and treatment and to effect change and, together with several partner charities; she managed to do just that.

Trudie’s own daughter has suffered with RAS since she was a toddler.  She is driven to help others troubled with the condition and help them get the care they deserve.  She’s an incredibly dedicated volunteer who has now started a second charity, Arrhythmia Alliance, to bring together medical and patient groups and industry allies like Medtronic, to help keep the issue moving forward.

It means a lot to people like Cathrine Reid, mother of five year old Joel in Northern Ireland. He has suffered with RAS since he was a baby and is now being treated.

“Can you imagine looking at your child who appears dead in your arms?” asks Catherine. She had just taken baby Joel out of the bath and the shock of the cooler air had brought on an attack. 

He has suffered RAS attacks during immunizations, birthday parties and simply while playing.  At one stage, he had up to three RAS attacks a day.  Tests to record the episodes revealed that his heart stops beating for 12 seconds, which Catherine says seems a lifetime when you are holding him. Joel’s RAS has led to other complications such as being excluded from activities with his friends and being injured during the episodes. “STARS became my lifeline, providing me with the knowledge that we were not alone.  Trudie offered vital support, advice and encouragement.  To help STARS, I became a first regional volunteer in N.Ireland.”   said Catherine.  She was repeatedly told by doctors that Joel would ‘grow out of it’, but as each milestone passed when she expected him to be free of seizures, they continued to occur. 

Joel is an active and adventurous four year old who loves rugby and other sports and wants to start to join in playing them.  His parents are now facing the challenge of striking a balance between keeping him safe and allowing him space to grow up.

STARS has helped thousands of families like Catherine’s both in the UK and internationally. STARS works closely with DYNA and both organizations want what is best for children impacted with these conditions.  DYNA has children with other dysautonomia conditions as well as NCS.  STARS is dedicated to RAS (NCS).  If you think STARS can help you, you can get in touch at Trudie@stars.org.uk.   Tell Trudie that DYNA sent you!

