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The Symptoms

I would like to tell you about my daughter, Her name is Emily; she is two years old and has Reflex Anoxic Seizures.  It all started in November 2001 when Emily was 11 months old, she had two blackouts (that I now know were seizures) in the space of an hour.  After a long line of telephone calls and doctors visits, I took Emily to our local hospital where she was seen by the on-call paediatrician who thought it was just breath holding and nothing to worry about and gave Emily the all clear to go home. 

Over the next few months Emily continued to have seizures and we continued to deal with them as best we could.  Then on the day that she was due to have her MMR vaccination as I was walking into the room I mentioned to my Health Visitor that Emily would probably pass out but she would be ok.  As a result of this conversation Emily was referred to see a specialist at the hospital. 


The Diagnosis 

In February 2002 before the appointment date Emily had a particularly bad seizure and ended up having a two-day stay in Hospital.  Whilst there we met with the specialist and she suggested that in her opinion the likely cause was a condition called Reflex Anoxic Seizure, but to be sure she would send Emily for some other tests (ECG, an EEG. and blood tests).


The Treatment

After the tests were done the months rolled on, the seizures continued and I got more and more frustrated.   Eventually in July 2002, after several disagreements about the necessity, a 24-hour monitor was put on Emily and I was told to just let her have a seizure so they could see what was happening (my instinct was always to try and stop or shorten the seizure - I am now glad I didn’t stop her).  The tape was taken in to be looked at; and two days later Emily was admitted to Hospital.  We were told that on the following day she would be having a Pacemaker fitted as the 24-hour tape had recorded her heart stopping twice (for 23 seconds and 20 seconds).  As you can imagine we were both in shock; we knew a pacemaker was a possibility for this condition, but we did not expect to be facing the situation ourselves.

The following day Emily’s consultant came to us with the suggestion of putting her on Atropine, which would increase her heart rate and hopefully reduce the risk of seizures.  We took her home the following day.

For the months that followed Emily had very few seizures and we felt that the Atropine had made a significant difference despite having several trips back to the hospital to have the dose increased as Emily’s weight increased. 

Unfortunately, in December of last year after Emily had a couple of seizures, we knew that the dose of Atropine could not be increased anymore as her weight had not increased enough, so the next step would be a pacemaker.


Pacemaker Fitting

At the beginning of January we took Emily back to hospital to see her consultant.  We knew the outcome of the appointment would be for Emily to be taken in to have a pacemaker fitted, and we were right.  We got the phone call the next day; we were to bring her to the ward at 7am on the 15th of January 2003.  That afternoon she had her pacemaker fitted; she spent just one night in hospital and was well enough to come home the very next day.


The Conclusion

Since her pacemaker was fitted over a year ago Emily has not had a single attack and is leading a full life as a healthy, active three year old.  She goes to nursery during my working hours and, other than the fact she has a very small scar on the left side of her chest, you would not know the trauma that Emily, her brother Ian, her father and myself have been through.
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