Could my Mum have been born with this?

My Mum, who is 58, has recently been diagnosed with electrical arrhythmias of the heart after 12-14 years of reporting increasingly worsening symptoms.  She is gradually piecing together a series of events, which she believes could show that she developed a problem many years ago, possibly at birth.

Mum has recently discovered from her Dad that she was born with Bronchial Asthma and he has also remembered that at times as a child she would suddenly turn grey for no apparent reason.  No one ever discovered why this happened.  These facts have led her to wonder if this is a condition that she might have been born with.  In her mid-teens, she was very ill with a severe strain of flu.  Having one dose after the other, it left her with a very rapid heartbeat.  Due to this, she was off work for several months, being unable to exert herself.  On returning to work she was only able to attempt light duties.  After that she began fainting about ½ hour after getting up in the mornings.  Her G.P said it was probably pre-menstrual symptoms.

About 16 years ago she had treatment for arthritis in a Hydrotherapy pool.  On occasions her pulse rate would drop so low that they had difficulty finding it.  She was told that this happened to people in the pool, however it didn’t happen every time to her.  The same thing happened during an exercise test, so the pool was not to blame that time.  On one occasion during a massage session to help her arthritis, a pad was used to send heat waves deep into her left shoulder muscle to ease the stiffness.  The treatment had to be halted because Mum nearly fainted.  At a water aerobics class she felt very sick and ill when her heart rate increased.

Mum’s main problems began about 12-14 years ago.  When she physically exerted herself (vacuuming, climbing the stairs, going up hills, etc) she would experience severe pressure and pain in the left-hand side of her chest which travelled up into the shoulder, neck and face. It was then that her G.P detected a heart murmur and he sent her for an echo scan.  He was thinking that it wasn’t flu she had in her teens but rheumatic fever.  This proved negative.  Eventually, Mum was sent for a tilt test.  About 15-20 minutes into the test Mum reported severe pains down her left arm, feeling very unwell and feeling sick.  After 30 minutes she was unable to take any more.  She was not laid down to recover but marched by a nurse to the waiting room where she was told to sit until she recovered.  Mum felt very embarrassed because the effects of this left her walking as if she was drunk, past onlookers who looked disgusted.  She was then told that her problem was ‘stress’. 

Six years ago she was given an appointment for a treadmill test.  It was thought that it would be too risky due to Mums arthritis, so Mum suggested doing the test on an exercise bike.  The test had to be terminated after 27 minutes because of the terrible pain and pressure again in the left-hand side of her chest, going down her arm and up into her neck and face.  Nothing apparently showed up in the results and Mum was told ‘stress’ again.

A couple of months later Mum was sent for a drug induced stress test.  The same symptoms occurred but they were so bad that Mum nearly passed out and her body went so cold that she had to be wrapped up in blankets.  Then she started severely shaking from head to toe.  Yet again Mum was told that nothing had shown up.  Mum had driven herself 26 miles to the hospital for this test thinking that wouldn’t be a problem. The chest pains continued all the way home so Mum went straight to her GP.  He told her, “I’m afraid it’s hospital for you, I’m not ruling out a heart attack”.  An ambulance was called to take her to the hospital.

Mum then began the long haul of endless waiting lists for tests and to see consultants.  She had to wait two years for an angeogram and twelve months for another tilt test.  My Dad paid for a private test because everything was taking so long.  The doctor doing this second tilt test revealed that her blood pressure dropped drastically low.  He recommended medication but Mum’s local consultant didn’t feel it was necessary to put Mum on them.  That was two years ago and since then, so far, she has been in hospital 12 times, the problem has got considerably worse, with very little sign of a proper diagnosis or correct treatment.

Last year Mum went to Plymouth to see a show.  The stairs that she had to climb brought on chest pains and when applauding her left arm went so heavy she couldn’t lift it up.  When she arrived home she experienced severe crushing chest pains and was admitted to the local hospital.  A series of tests were carried out including one on the adrenal gland as they wondered whether she might have a tumour.  All test results were negative and nothing was found.  It was at this point that Mum was put on ‘fludrocortisone’ to help stop her blood pressure from falling.  This seemed to help for about 6 months, until this April when she suddenly got drastically worse.

She spent a frustrating, almost 3 months in our local hospital from the beginning of April 2005 until the middle of June.  After all that time she was still no further forward in knowing what was wrong.  The doctors kept trying different tests but couldn’t find much to be wrong.  They would send her home, only for her to be re-admitted a day or two later.  

She has been told that her blood pressure suddenly drops, she also goes freezing cold down one side of her body and as her body temperature warms up the palpitations begin which bring on massive chest pains.  Friends have told her that she goes grey before these episodes begin.  She experiences dizziness and the feeling that she is going to pass out.  Cold environments and physical exertion would also start off the palpitations.  Her condition has got so bad that twice, during these bad attacks, she has again experienced severe shaking from head to toe.  On one of these occasions, friends who were with her at the time were so frightened they called for a doctor.  By the time he arrived, Mum was shaking so severely that she was literally bouncing up and down on the chair.  After these attacks, she has no energy, needing people to hold her as she has difficulty walking.   The palpitations now start whilst sitting doing nothing.  She was eventually told that she had atrial fibrillation, which they hoped would settle down.

The doctors in our local hospital seemed completely stumped.  Mum had all sorts suggested to her as being the cause of the problem.  As well as suggesting that it was down to stress, ‘Syndrome X’ was suggested.  She had several sarcastic comments made to her, which suggested that the doctors thought it was ‘all in her head’.  She had a lot of comments made to her about the amount of times that she kept being sent back into hospital. This was because they were not prepared to get to the bottom of her illness.  They told her that her body was telling her that it had had enough and she should just go home and rest!  She wasn’t able to do anything anyway.  They also told her that nowhere else could do more for her than they had already done.  The final straw was when they quizzed her on whether she had marital problems.  Its no wonder that patients get anxious when they know that there is something wrong but the people who are supposed to be there to help them wont believe them.

My Dad, Sister and I could not accept this.  We were so appalled at her treatment and so concerned for her that we wrote to our local M.P for help.  He got us in touch with the Patient Advisor and Liaison Service team, ‘PALS’, who began to investigate the case.  Along with this, I found ‘Arrhythmia Alliance’ on the Internet.  Looking at the information on this web site gave us all a glimmer of hope.  Although we were weary of jumping to conclusions (because we are not experts), it seemed that Mum had a lot of symptoms that can be caused by atrial fibrillation.  I e-mailed them to see if they could supply us with any information that could help us get more help for Mum.  Trudie Lobban very kindly replied with confirmation that Mum should be seen by an electrophysiologist.

We are not completely sure whether it was the intervention of PALS that helped, or whether it was Mum asking her doctor for a referral and showing that we now knew that there was a specialist that she could see.  Mum’s case was suddenly referred and within a week she was transferred to Cornwall’s main hospital and under the care of Dr Slade, the electrophysiologist there.   He has been wonderful to her and confirmed that she does have a problem with her heart, but one that can be treated.  He did an echo scan of her heart which showed the structure to be good and he was able to read things from the many E.C.G.’s done that other doctors are not specialised enough to see.  Mum’s medication was changed and within a couple of days she felt a big improvement.  She was sent home after a week feeling so relieved to feel a little better but also relieved to know that someone was taking her condition seriously and doing something to help her.  

One of the most important things for the patient is knowing what is wrong with you.  We all knew that there was something wrong.  Mum has suffered from bad arthritis and IBH for many years and she fights on, she doesn’t let these things rule her life but this heart problem had her physically beaten. 

It does seem that after a few weeks the effects of the new medication are warring off and her symptoms are all returning.  She now also gets bad pins and needles down her arms and legs, feelings of sickness and a strange sensation behind her eyes but at least we now have help and hope.  She has been wired up to a ‘King of Hearts’ monitor, which the specialist hopes will confirm exactly what is going on in Mum’s heart.  He has suggested that when he is sure, he might send her to St. Bartholomew’s hospital in London to have an abblasion procedure done which will hopefully give Mum her life back.  The doctor now has the results from the monitor and Mum is waiting to hear from him to see what is going to be done next.

Mum was in full agreement to write her case study in the hope that it might help other people in similar, terribly frustrating situations.  During her time in hospital she has met with many other patients in similar positions, so she knows that she is not the only one who has been through such a long, drawn out battle to get better.  She has also found that a lot of doctors are not interested in a patient’s medical history.  Surely it should help to have this knowledge?  We hope that articles like this one will help those doctors, who will not take patients symptoms seriously, to understand that a lot of cases are genuine and all they want is to be believed and to get better.  People like my Mum have no wish to be in an out of hospital like a yo-yo, they just want to be well enough to get on with their lives.

