Letter by Chris Baxter of the Tendring M.E. Support Group

We are very happy to publish an extremely well-written letter, written by Chris Baxter of the Tendring M.E. Support Group (Essex) to her local MP, which we feel, in particular, conveys the human cost of this terrible disease so clearly, providing an incisive, powerful indictment of the needless suffering that is being imposed on ME patients.

We have edited the letter slightly in order to protect confidentiality.

Angela Kennedy

The One Click Group

---------------------------------------------------------------------------------------------------

Date

Dear ***,

Thank you very much for your last two letters enclosing the ‘ME Awareness 2004 - Information Pack’ from the 25% M.E. Group, and copies of the letters from Dr.  Stephen Ladyman and John Hutton dated 22nd and 24th March respectively.

I already have a copy of the information from the 25% Group. I have been a member of this Group for some time and wish that I had joined many years ago. I had no idea that there were so many very sick people with M.E. I also took part in the survey, the results of which you sent to me. I don’t know if you found them worrying, but I certainly did. There is an obvious problem in receiving state benefits (Section One of the Analysis Report). Very ill people should not be put through the stress of fighting for money on which to exist - and I say ‘exist’, because the amount received is often very small. Social workers are obviously unable to cope with M.E. patients. They do not regard them as a priority, even when they are extremely ill. They choose not to believe how ill M.E. sufferers are and who can blame them, when their doctors don’t believe them and the public in general don’t believe them, thanks to our psychiatric ‘friends’ feeding everybody with their highly biased views.

Looking at the disability support services, many very sick M.E. patients would benefit hugely from physiotherapist’s home visits. This would mean very sick people with M.E. could have passive physiotherapy and keep muscle tone, whilst being confined to bed for months and sometimes years. You have to laugh at the idea of home visits from GPs. I see that 4% of patients, who are very sick, get a regular visit from their GP. It’s almost as if you are a sub-species once you get the label of ‘M.E.’ I have said to my husband over and over again, “I need to see the doctor, but I’m not well enough to go to the surgery yet.” Yes, it would be wonderful if M.E. patients could just see a doctor from time to time and get some help. What I frequently get is a glazed expression if I mention M.E. to a doctor. My first doctor said in 1980, “Lots of people get very tired and we don’t know the reason why.” I bet he’s still saying that. It doesn’t help much when you are totally shattered and don’t know where next to go for help.

Referral to a specialist is obviously helpful if the patient is well enough.  However, many specialists are very rude to M.E. patients. I certainly had a most unpleasant encounter with a heart specialist at Colchester General Hospital, who in the end came chasing after me after I had left his consulting room, when he realised I was really quite ill after all. Other visits to hospitals have been very trying. I had to wait 2 hours for an appointment at Colchester General last year. I was so ill at the end of that time that I just went home without keeping the appointment (and I have still not had that appointment). I cried all the way home, as I was so exhausted and stressed out. There certainly needs to be a quiet area where M.E. sufferers can lay down. Of course, many M.E. patients would be too ill to travel to hospital, so unless a specialist was willing to visit their home, they would not get to see one. Obviously, patients in wheelchairs need special help.

I note that, in ‘Section Four: Counselling and other Treatments’ for helping people with M.E., cognitive behaviour therapy (CBT) scored 7% for helpful, 93% for unhelpful, and graded exercise treatment (GET) 5% for helpful and 95% for unhelpful. I might add for some - downright dangerous. It makes me wonder why all this money is being spent on trying to prove that the above are helpful. We have known for many years that CBT and GET are of very little use to people who are very ill with M.E. How many times does one have to say this, before somebody in authority will take notice and stop all this waste of time and money?

I am in complete agreement with the tables listing the ‘Key Symptoms, Impact & Service Response’ for those who are most sick with M.E. Attached to this letter is a copy of these tables, which have been very carefully thought out and should be adhered to by anyone treating a severely ill M.E. sufferer.

I would like to challenge all the MPs in the All-Party Group for M.E., as well as John Hutton and Stephen Ladyman, to go and visit one of the very sick people who belong to the 25% Group, preferably one who is bed-bound. I would like them to spend 1 hour with the chosen person or their carer if they are too ill to have a visitor. I think that if they did that they would start to think very differently.

I was looking at the information sent to me by ***. I was too ill to read it when it arrived. Two cases really upset me. One describes the distressing situation of the parents of a 16-year old girl who has M.E. and is described as being in a ‘living death state’. She is deteriorating and is bed-bound, often unable to communicate - even by blinking or finger movement. Her life is spent in perpetual darkness - unheated and noise-free, but she still has to wear earplugs. She is awake for two or three 10-minute periods out of 1 hour in every 24. This is usually between 7 p.m. and 8 p.m. and only happens when her Mum and Dad have sat beside her bed gently trying to coax her out of her comatose state.

Her motivation for waking is that she is desperate to try to eat, even though this is not always possible, as she is so fearful of being tube-fed. I spoke to the father of this very sick young lady this week. He told me that her doctor was suggesting graded exercise treatment and cognitive behaviour therapy. Hardly ideal treatment for somebody in a coma! If my daughter were in a coma, I would expect a more helpful suggestion than that from a qualified doctor. Of course, if you complain about the medical profession, you risk having your child removed from you, so you don’t complain.

How can we possibly keep wasting time on psychiatric nonsense, when young people are so ill and there is so much suffering? If the general public knew half of what happens to sick M.E. people, there would be an outcry. Newly diagnosed M.E.-sufferers speak to me over the phone, and they can’t believe the way they are being treated - all I can say is, “You’ll get used to it.”

The second person that particularly concerned me was when I was looking through the full contact list of those who belong to the 25% group. He lives in London.  He spent 12 months in a psychiatric hospital. The result was no improvement. He has been at home for one year and is mute, tube-fed and bed-bound. He is 19 years old. It says in his write-up “0% since 2000, six weeks after admission to Hospital.” I intend to write to his mother to find out just what has happened, but it would seem that since having ‘treatment’ by the NHS, his quality of life has been reduced to NIL.

This kind of thing is happening all over the country. I have recently been asked to write a letter to the Coroner about the case of a young lady (one of your constituents), who died in suspicious circumstances in a psychiatric ward in 1999. She was quite ill with M.E., but was by no means bed- or house-bound when I knew her. I have still no idea why she ended up in a psychiatric ward. All I know is that a young life has come to an end that should not have come to an end and her mother remains devastated.

Regarding John Hutton’s letter, I was invited to attend a meeting by the Essex Strategic Health Authority in connection with the new service for patients with M.E. At present, I am not well enough to travel to Chelmsford and attend meetings. Fortunately my husband was able to go in my place. Judging by the list of attendees, there did not seem to be anybody present representing Tendring Primary Care Trust, but as they do not believe in M.E., I don’t expect they would see the point. Colchester Primary Care Trust managed to send a psychologist - typical of their attitude.

However, I was pleased to see Dr. Dowsett in attendance. She is very much against graded exercise, as many of the M.E. patients that she sees have been ill with an enterovirus related to polio. She states that the only difference between polio and M.E. is that in the former, over 60% of the motor neurones are destroyed while with M.E. it is less than 60%. The degree of paralysis seen in M.E. is related to the degree of neurone damage (25% Group Newsletter, issue 16, p5). I don’t know whether her work has been published in British medical journals; if not it certainly should be. It may be remembered that, in the 1950’s, serious damage was done to polio victims through over exercise, although the intention was to help. Now it seems that our doctors are going to make the same mistake this time with very ill M.E. victims.

Taking the last part of Stephen Ladyman’s letter first, I totally agree that much of the distress surrounding M.E. is caused by difficulties in recognition, acknowledgement and acceptance of the condition and its impact. Most of this distress begins at our doctor’s surgery. Our doctors do not believe that M.E. is a real illness. There are two reasons for this:

Present blood tests normally do not show anything wrong with a patient, therefore it is assumed that nothing is wrong with the patient. May I point out that this is a fault of the blood tests, not the patient? An endocrinologist admitted to me that, in this country, the blood tests for thyroid function are very poor. I have had many, many blood tests over the 23 years that I have been ill. Only conditions such as glandular fever tested positive, whereas at the same time I almost certainly had babesia and Lyme’s disease. I had the typical Lyme’s disease rash, which one of my doctors found ‘interesting’. If I had had antibiotics immediately, I could have been cured within two weeks; as it is now I may never get better. The Lyme’s disease test is unlikely to give a positive result unless given very early in the illness.

Researchers and doctors, in this country, who have found physical abnormalities in M.E. patients, have not been allowed to have their work published in medical journals, which our doctors read. However, every single thing that a psychiatrist may find wrong with them is published and embellished. If money is paid out to psychiatrists to carry out research, they will obviously do so and duly find further work to carry out, so that they continue to be awarded research funding. Even they have to admit from time to time that there are some very sick people out there, who do not respond to their treatment. There are some good psychiatrists, of course, who truly seek the well being of their patients, and who seek to support people who they recognise as very sick physically.

I am glad that Stephen Ladyman recognises that M.E. can cause profound long-term illness and disability. It is a very great pity that he seems more interested in the management of the condition, rather than a cure for it, for it is a cure, which all M.E.-sufferers that I know are seeking. In fact, taking it one stage back, we first need an accurate diagnosis before treatment is possible. This is going to be rather difficult now, as psychiatric literature has watered down the required symptoms for ME/CFS to such a degree that they no longer describe the illness that I would recognise as M.E. When NICE produce their clinical guidelines, it will be interesting to see just what they think ME/CFS actually is. No doubt it will be something vague about being tired, aching, not sleeping and feeling depressed, whereas M.E. is a devastating, potentially life-threatening condition with very specific physical symptoms. I also enclose a list of symptoms of M.E. taken from a recent publication. It is perhaps worth noting that, of these 39 symptoms, I myself suffer from around 80%.

I am not sure how one is expected to adjust and cope with feeling dreadful every minute of every day. It seems a sadly-lacking approach for somebody, who is desperately searching for something to ease his/her condition. Symptom management I can relate to, but it’s been the obvious thing to do for a long time. Rehabilitation strategies gives me the impression that people are going to be forced to do things that they are not well enough to do. It gives the distinct impression that their true physical condition is not being believed.

Most people are quite capable of rehabilitating themselves once they start to

feel a little better (if they do!). In the MRC announcement of the FINE project,

we are told that

“The programme will be delivered in the patient’s home by a community nurse trained in the techniques and consist of four 90 minutes face-to-face sessions.....”

I would suggest that 90 minutes would be far too long to spend with most sick people. Many would cope with 10 minutes, but then only with difficulty. It shows a complete lack of understanding of the illness to even suggest 90 minutes.

It is a great pity that the MRC does not directly commission research projects or earmark funds for particular research areas, because if it did, it might save a lot of wasted time and money; it could also prevent a great deal of unnecessary suffering.

This wrong attitude to M.E. had been going on for far too long and it needs somebody who does not follow blindly what has always been done in the past. I presume that Stephen Ladyman does not want more and more people to become seriously ill with M.E. - perhaps some of them might be his relatives and friends. Why can’t Stephen Ladyman ‘buck the trend’ and say, ‘Right, we are going to get to the bottom of this and stop people getting whatever it is that they are getting.’ There are so many clues out there just waiting to be investigated:

A possible enterovirus related to polio.

An abnormal response to Epstein-Barr virus.

Widespread Lyme’s disease.

Other parasitic diseases not yet widely recognised in the UK.

Bacterial infections, which attack people with a poor immune response.

Poor-immune responses - why? Could organophosphates and other chemicals be weakening many people’s immune system?

Thyroid, adrenal and other hormonal problems.

Heart problems.

Oxidative stress.

There are many other possibilities, but those listed above are frequently implicated in connection with M.E. Why not encourage further research in these areas as well as encouraging those already working in these fields? And let us have the results published in UK medical journals - even if the results are negative, for negative results can be just as valuable as positive results.  Surely it would save an awful lot of time and money in the long run to sort out this problem now and stop trying to treat it as a psychiatric illness, because it just is not one.

I also include a copy of ‘Chronic Fatigue Syndrome/ME and Fibromyalgia plus Associated Syndromes’ by Dr. A. J. Wright, who is treating me with some success.  I thought you might be interested in his views on the illness and appropriate treatments and I have highlighted some significant sections in this report. His ideas are being continually updated, as he learns more about the condition. 50% of his M.E. patients, including myself, are now seeing a good improvement.

I will of course write to Dr T. Mitchell, in the hope that he can do something really helpful for M.E. sufferers. I do not write these letters because I have nothing better to do. They are hard work for me to write and my husband to type.  I have just seen so much suffering over the past 15 years and have experienced a considerable amount myself and I need to do something to put an end to it. It will take a lot to convince me that these new treatment centres are going to be of any use at all for the very sick people that I know.

Yours sincerely,

Chris Baxter.

M.E. - LIST OF TYPICAL SYMPTOMS

Based on information contained in:

Marshall, E. P., Williams, M. & Hooper, M., ‘What is ME? What is CFS?

Information for Clinicians and Lawyers’, December 2001, pp5-7.

Extreme exhaustion after minor activity.

Incapacitating malaise.

Persistent headache.

Vertigo.

Generalised myalgia.

Severe intractable pain in particular groups of muscles - notably neck, shoulders and pelvic girdle.

Unable to stand unsupported for more than a few minutes.

Dysequilibrium and ataxia.

Impaired neuromuscular coordination.

Difficulty swallowing and choking fits.

May be seizures in most severe cases.

Photophobia, hyperacusis and tinnitus.

Hypersomnia in early stages and later reversed sleeping patterns, with vivid, disturbing dreams and unrefreshing sleep.

Abdominal pains, often with chronic problems of diarrhoea and frequent micturition.

Cardiac arrhythmias, with pronounced tachycardia and uncomfortably pounding heart. There may be angina-like chest pains. Myocarditis is a common symptom.

Pancreatitis is not uncommon and may cause acute, severe pain. Some patients have almost non-existent pancreatic exocrine function.

Food intolerance, multiple sensitivity to normal food and household chemicals.  Intolerance to alcohol. Also intolerance to many drugs, especially anti-depressants, e.g. Prozac and drugs acting on the central nervous system such as anaesthetics.

M.E. affects the central nervous system, the autonomic and peripheral nervous systems.

Sympathetic nervous system dysfunction is integral to M.E.

Eyes may be dry and eyelids swollen and painful.

Alternative sweating and shivering, with marked thermodysregulation.

Orthostatic hypotension.

Insufficient blood flow to the brain - patients may feel faint, shaky and nauseous.

They can be tearful and observably pale and may experience severe distress.

Heightened sensory input awareness.

Difficulty with breathing, with sudden attacks of breathlessness and dyspnoea on minimal effort. The administration of oxygen may be necessary.

Rashes may occur and painful mouth ulcers.

Hands and feet are frequently cold and blanched or purple.

Vascular headaches are common and recurring.

Only able to walk short distances, so may need a wheelchair.

Difficulty with climbing stairs and dressing.

Difficulty with short-term memory.

Cognitive impairment - including memory sequencing, processing speed, word searching, dyslogia, spatial organisation, calculation and decision-making.

Uncharacteristic lability is very common. Increased irritability. Patients are often anxious and afraid.

There may be significant and permanent damage to skeletal or cardiac muscles as well as to other end organs, including liver, pancreas, endocrine glands and lymphoid tissues, with evidence of dysfunction in the brain stem.

Injury to the brain stem results in disturbance in the production of cortisol via damage to the hypothalamus and the piturity and adrenal glands and patients react extremely adversely to stress.

Cycles of severe relapses are characteristic and common.

After decades of illness, death can occur from end organ failure.

Suicide rates are high - due to the current climate of disbelief and lack of help and hope.

