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The Symptoms

Stan is my husband and we have been married for 44 years.  We have 4 children, 16 grandchildren and 3 great grandchildren.  We have weathered many storms together including Stan's heart attacks, but to witness him having his first episode of this awful illness was terrifying.
 

I thought he was dead, but he was unconscious.  I managed to bring him round and realised that he had been in the toilet for at least an hour.  Each and every episode includes losing the entire fluid contents of his body.
 

I sent for the doctor who said, "Don't eat for 24 hours because this is gastroenteritis."  After many hours sleep he regained his colour and carried on.
 

We never thought that it might happen again, but sure enough after three months it did and this time in a public place.  I was so upset for Stan to be unconscious in the toilets with everything imaginable leaving his body.  This time I called an ambulance and he was taken to hospital.
 

He was taken to the resuscitation room and they monitored his heart.  Some hours after he was shown to a room with a tin bath where he could ‘hose’ himself down.  I could cry now when I think of that night.

The Diagnosis

 

I do remember a very young doctor there who came and spoke to me and said that it could be one of three things.  An epileptic fit, a heart attack or vasal vagal and he hoped it wasn't the third thing as they could do nothing about it.  A consultant told me that Stan should never be left on his own because he could die.  There was no follow up to this statement and I was daft enough to let it slip by.  I suppose you shut your mind off sometimes.
 

Stan was discharged from hospital after a few days as his vital signs had returned to normal.  They said that it wasn't his heart but more likely to be a random epileptic fit and he should not drive.  They had no evidence at all to make a diagnosis.  They were quite sure that it wasn't his heart.  He had a follow up appointment and was then discharged from the clinic.  It was our G.P. that supported Stan's appeal that he should be able to drive again.
 

I would, at this point, like to tell you how dangerous it is when doctors make a guess.  What appeared to be an opinion, without any evidence, given by a doctor, then became a fact on Stan's notes.  He was asked many times how long he had been epileptic.  I asked for the opinion to be deleted from Stan's hospital notes because I thought at some time he might be prescribed drugs for epilepsy and they could kill him.
 


Looking for Answers

Throughout the next 6 years of these episodes I spent hours at the library seeking information and remembering the young doctor saying vasal vagal lead me down many routes.  When computers were put into the library I spent more time delving into the medical world.  I was lucky; I did Latin at school and had worked in the legal world so I understood the strange words.
 

All this time I had to stand by and pick up the pieces (and also Stan) when he had an attack.  I had a tumour in my spine and when I had to go into hospital I did not know what would happen if Stan had an attack.  It has caused problems with my children.  My eldest daughter does not like to be in the house alone with us.  She is frightened, as so was I.
 

Wherever we go we have to take the emergency bag.  A change of clothing, pyjamas and toilet things for a hospital stay.  Even an afternoon out has to be covered by, firstly having the bag, then the mobile phone with preset numbers - in a panic you cannot think and all the time I am trying to be near to Stan.  Then we have to let people know that we are going out and ask where they will be should they be needed. 
 

This illness is so unpredictable that you cannot plan anything.  It can keep you at home all of the time if you allow it to do so.  Stan's motto is: "I'll beat this if it kills me."
 

When I think of the indignities that Stan has had to suffer because he has been sent to Gastro clinic, Rectal clinics, Cardiac clinics and the many, many awful things that he has undergone, I cannot believe that I have allowed it to happen.
 

For seven years we had gone through hell.  For seven years Stan had gone into hospital, then discharged and sent home from clinics when they "Couldn't find anything wrong.”  It definitely wasn't his heart - Stan has been resuscitated so many times that I have lost count, and having a heart rate of 28 does give us some concerns.  Ha Ha!

 

Each attack has been worse than the one before but the A & E department treated it so casually that they gave Stan large doses of Gaviscon for his ‘tummy upset’ and we were even sent home at 3.30am in the morning, in a private taxi, with a cardboard sick bowl and Stan's clothes covered in the most unimaginable stuff.
Referral to a London Consultant

 

It was like a new lease of life when we found a support group.   I sent all the literature to our GP, who read it carefully and considered that Stan had "Fallen through the net too often."  He did not hesitate to refer Stan to a specialist consultant in London.  At the same time I wrote a letter of concern to our hospital saying that we were very upset at the manner in which Stan's illness had been treated over the last seven years.  To the hospital's credit they investigated the matter and we cannot find anything lacking in Stan's treatment now.
 

Treatment: A Pacemaker

The consultant wrote to our GP to recommend that Stan should have a pacemaker fitted.  He also wrote to the cardiologist at our hospital setting out his diagnosis recommending that Stan should have a pacemaker fitted as soon as possible.  Unfortunately, whilst waiting to have this done Stan had a major heart attack in the middle of Dartmoor.  However running repairs were made and the pacemaker is now installed.

The Conclusion

 

I can only liken this situation to a car and a mechanic.  I wonder if a doctor might consider that if his well loved and treasured car has a bad turn and he takes it to a garage the mechanic will probably know what's wrong.  When he is told that they can't find anything and it's probably a one off, a bit of dirt, rough petrol or perhaps the weather, the first time he accepts it.  However when it happens again, in a public place and the recovery truck has to collect it and they still can't find anything wrong he must wonder if this mechanic knows his job.  After all, the doctor is not a mechanic so he has to trust him and believe in him.  When, out of the blue, with no warning the car becomes a danger to other people he will probably get rid of it.  YOU CAN'T GET RID OF A LOVED HUMAN BEING LIKE THAT AND NEITHER WOULD YOU WANT TO.

 

Stan has been asked what he feels like when he goes unconscious.  He has answered that the doctor should speak to me - only to be told that the doctor is not interested in what I have to say.

 

All I can ask is that young doctors who are learning - listen to the patient and his family. The history that they give is of more use that any text book.  The illness has many facets and no two people suffer the same symptoms.  Blood tests and vital signs are only an indication when things go wrong.  What the patient tells you is fact.

 

My thanks go to the support group for all the help that they have given us and many thanks to the consultant for your kindness and most of all, for the time and energy that you put into the Autonomic Nervous Sciences.  Perhaps some doctors need to know that there is such a thing.

 

Sorry it's so long, there was so much to tell.
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