OUR SUDDEN CARDIAC DEATH NIGHTMARE

Case Studies of Long QT Syndrome Patients
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It began about 30 years ago when our beloved son David was around 7 years old.  Out of the blue we were told by a neighbour that he had collapsed but then got up immediately afterwards.  One doesn’t take much notice, because at that age, and being a typical boy he was full of energy and mischief.  A year or so later a similar incident occurred; this time we decided to have it investigated.  After many examinations it was concluded that David was suffering from a mild form of epilepsy and the “fainting” was due to Petit Mal epilepsy.

Tragedy struck on the 13th May 1979 when David died suddenly and unexpectedly.  He was just coming up to 13 years of age and was the second eldest of 5 children (2 boys and 3 girls); that was the day that our lives changed forever.

At the inquest the Coroner’s report stated that David had died due to drowning, brought about by an epileptic fit - How wrong they were!  Other events happened in our life that showed it was 99% certain that David had been suffering from the Long QT Syndrome and his death was due to cardiac arrest.


Brenda’s Story

Five years ago a near tragedy struck again as my wife Brenda collapsed in our kitchen.  I called the ambulance as I thought she was suffering an epileptic fit.  She was taken to our local hospital where she was given an ECG and was discharged, only to be returned by ambulance a few hours later.  This time they gave her a brain scan as they thought it could be a brain tumour.  Again there were negative results and she was discharged yet again.

About 7am Brenda had another ‘funny turn’, she went as white as a sheet within seconds and did not respond to anything.  Again I telephoned for an ambulance and we were taken to Accident & Emergency.  Whilst waiting Brenda said, ‘I think it’s happening again’.  I was thankful for having a loud voice as I shouted, ‘nurse’ and all hell was let loose!  Brenda was having a cardiac arrest.  I thank God that we were next to the crash unit, as we all know that in these events time is of the essence.  Having ‘zapped’ Brenda she was then transferred to Intensive Care and the following day sent to another hospital, where she received the most excellent treatment.  After two weeks it was concluded that Brenda was an ideal patient for an ICD. 


The Treatment and Conclusion

This incident with Brenda made us determined to find out more.  I am thankful that we pursued this, as we discovered that this was a genetic disorder, the Long QT Syndrome (LQTS).  Our children were subsequently examined and found to our dismay that two of our daughters and two of our grandchildren also have the Long QT Syndrome.  Our eldest daughter was also fitted with an ICD. 

One never comes to terms with losing a child, but for the first time after all these years I gained enormous solace after attending a conference for patients and families.  Brenda and I met many others who had also lost loved ones, we no longer felt so isolated and from that day on I have felt much stronger.

During the conference I had the opportunity to speak to an expert in the field of the Long QT Syndrome.  He concluded that due to her age, Brenda’s cardiac arrest was probably brought about by medication, as records show that Long QT is more prevalent at a younger age.

Brenda and I are still very emotional about losing our son David and still cry often.  We still ask the question, ‘Why?’ and ‘if only’ but we carry on with our life and use each other’s strength when one of us is feeling down.

We are grateful to the conference organisers for giving us the chance to meet and speak to so many nice people and gain information from cardiologists who are leaders in their field.

As I said before, I have a loud voice and I am going to make it my business that people out there know about patient advocacy groups and conditions like the Long QT Syndrome that without treatment may cause a sudden cardiac death and maybe, just maybe, some families will avoid the tragedy that we have had.
� HYPERLINK  \l "Our" ��Contents�





� HYPERLINK  \l "Our" ��Contents�





� HYPERLINK  \l "Our" ��Contents�











Barrie Irons, Hertfordshire


