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The Symptoms

Alex who is now six has been having strange episodes since he was a few months old. He is the younger of my two children.  I was told that he was a child that could command my attention by holding his breath; at seven months old I thought wow we've been blessed with a very intelligent child!


These episodes continued and frightened us everytime.  The GP sent us for an ECG and EEG, but nothing was found.  The health visitor told us to blow on his face when he was having an attack, but it seemed to make him worse.  We noticed he was especially bad when travelling on long journeys and when we were supposedly relaxing on holiday.


Then one day when he was about two and a half we had just left the eldest at school and were walking out of the school playground when he stumbled, cried out and then went as white as a sheet and became lifeless.  I really thought that I had lost him, but after what seemed like a lifetime but was I think only minutes, he gave a great yawn and started crying for me.


The Diagnosis


I took him to the local hospital where the first doctor could not say what had happened but thought it would be OK to go home after seeing his registrar.  Luckily the lady registrar had been to some training sessions about a month before with a leading consultant at a major city hospital and, by asking us a set of very specific questions, we were given a diagnosis.


However, we were then told that although Alex now had a diagnosis there was no treatment.  This left us in a confused and frightened sort of limbo and at first we thought we would have to wrap him in ‘cotton wool.’  We soon found that Alex wasn't a child you could do that to!


The one thing that did happen though was that the registrar put us in touch with a support group specializing in Reflex Anoxic Seizures and fortunately they was holding a conference two weeks later and invited us.  It was such a great help to know that we had got some support.  It especially helped my husband who was not convinced that Alex had RAS, but we then had the opportunity at the conference to see a video of an attack and the little girl in the video reacted in exactly the same way as Alex.


The Treatment


Alex does not have any treatment and although we are lucky in that he is at the mild end of the scale, it's still very frightening when it happens. We have learnt to watch out for the signs - aching legs, being off colour and over tired.  We also think that he is very sensitive to blood sugar levels, in that if he has too much he is hyperactive, too little and he becomes confused, disorientated and has more ‘near misses.’


Towards the end of last year we thought that he may have out grown RAS, but it serves us right for being complacent, as he has had more attacks and near misses already this year than in the last 18 months.  We have also noticed a change in his behaviour although we know that this could just be 6 yr old stubbornness!


The Conclusion


I think the most difficult thing that we have had to cope with is the business of telling people about the attacks especially as they may not happen.  We were concerned that the description of the attack would frighten everyone, but also concerned that they should know in order to give the appropriate assistance if he did.


Nursery and school have been excellent, and family and friends supportive.  I now think that this is something we will live with always and that Alex will have spans where he is not affected and others where the attacks are worse.


My next hurdles are the move from infant to junior school, his first residential school trip, and finding out if we are correct in this theory regarding sugar levels.


I don't think I will ever get used to watching Alex have an attack.  I will still worry about activities where he might have an attack and not be found in case he cannot maintain a clear airway and I will never forget the time when on coming out of an attack he said: “Momma, have I died and gone to heaven?  I hope not because I love you!" 


Alex calls the attacks his ‘funnies,’ but as you know, they are not funny at all.
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