STOCKPORT M.E. GROUP MEETING, 11TH OCTOBER 2002

Today I went to Stockport M.E. Group to see Dr. Betty Dowsett giving a talk about M.E.  She started by telling us a funny story, she said that she is Medical Advisor to a group in Canada, and, because the telephone calls became too expensive she had to get a computer in order to send e-mail letters to correspond and now she sleeps with a computer.

Dr. Dowsett showed us a photograph of Dr. Melvin Ramsay and she asked if anyone knew him and told us that he was famous for standing up for his patients.  Dr. Ramsay was the Physician who worked 

at the Royal Free Hospital in the 1950’s at the time of the outbreak of the epidemic in which over 200 staff were affected.  She told us that many of these staff never returned to good health and that Dr. Ramsay and she felt it was an injustice when 15 years later, two psychiatrists looking at case studies and never having seen a patient declared that it was mass hysteria.  She said Dr. Ramsay never stopped standing up for his patients and working to find out more about the illness.  Dr. Ramsay and Dr. Dowsett worked together for many years.
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Dr. Dowsett described M.E. as walking through mud and trying to keep awake.  She said that regarding the age of patients at onset of the illness, previously the main age for onset was 20’s to 30’s with less diagnosed over the age of 50 but now there are increasing numbers of people over 50 being diagnosed with M.E.  She explained that the late effects of M.E. include fatigue, muscular and joint pain, muscular weakness and wasting, difficulty breathing and swallowing and voice production, low blood pressure and cognitive disorders.  This is often put down to age in the over 50’s but can be due to M.E.  She said that the tragedy is that many of these people have got good jobs and are earning a good wage when they become ill.

Dr. Dowsett gave us all hope by telling us the history of Sarah, a young woman born in Ohio in 1948 who has been badly affected all her life, most particularly down her left side.  Sarah came to live in England, married, and when she had her children she was too weak to hold her children up.  Dr. Dowsett made the connection that Sarah had been born following an outbreak of polio in the Ohio area in 1947.  She explained that summer flu has a mixture of several viruses and some of them are antagonistic to the polio virus but if you get even a mild strain of the polio virus alongside another virus you become much more ill and the effects are much longer lasting.  Sarah has attended university despite her difficulties and does a lot of valuable work giving us all hope.

Dr. Dowsett showed us a graph to illustrate the nerve damage that is done by the polio virus and the 

outcome.  She said that for people who suffer over 65% of nerve damage the result is paralysis and of course because it is so obvious the result is that these sufferers do get a better level of service from the NHS. For people who have between 45 to 60% of nerve damage the result is clinically present weakness and of course this is not easily seen with the result that very little service provision is given to this group of people.  If there is less than 45% of nerve damage there will be no weakness and the individual recovers.  Dr. Dowsett also showed us a slide to illustrate how nerve cells try to compensate for ones that are damaged.

She said that when some nerve cells are damaged the others try to work together to cover the gaps by forming giant motor units, but if you try to overdo it these cells will break down again.

Dr. Dowsett showed us a graph which illustrated the massive numbers of people who were affected by the polio outbreaks in the 1950’s and she said that by the 60’s she was getting lots of people attending her clinic with M.E. which was also described as non paralytic polio.  Polio virus is just one of the many enteroviruses and Dr. Dowsett illustrated that while many people may recover completely from enteroviral illness, some do not get better and some become chronic and some of these viruses can affect organs such as the heart.  There are over 70 enteroviruses of which some are benign but some can cause summer flu, meningitis, M.E., myocarditis, appendicitis etc., and she said that the commonest cause for the need for heart transplant in young people today is enterovirus entering the heart muscle and causing myocarditis.

Dr. Dowsett has done a lot of research into M.E. and it’s effect on schoolchildren and she told us that quite recently she was called in to a rural school of 240 children because there appeared to be lots of families saying their children had M.E.  Dr, Dowsett took swabs and samples at the school, and eventually discovered that it was the enterovirus which had caused summer flu with its headaches, gastro intestinal problems and sore throats.  However there were 6 to 8 children who did have M.E. and although 2 did eventually go back to school, they were off again as soon as they came into contact with other viruses.  Even after a year when all the school children were taken on a day trip out, these 6 or 8 children were exhausted after just a few hours.

Dr. Dowsett said viruses can also be carried by birds and said that the present outbreak of West Nile Virus in the USA is what she called an RNA virus and she said that people are getting polio outbreaks following the West Nile Virus.  She said that world wide many illnesses are returning because we are not funding our Preventative Services properly.

Dr. Dowsett said that the clinical presentation of M.E. shows damage to the spinal nerves, she said at first with this illness people are very sleepy and need to sleep a lot and there is also damage to the centre in the brain where the body’s natural pain killers are manufactured.

She said that the main features of the illness are fatigue, pain and stress induced fatigue.  She explained that the base of the brain is where all the life essential activity goes on. The hypothalamus is situated here and it is the control mechanism for every action by all the endocrine systems and every body function:  e.g. heart beat, muscle control, nervous system.  Also the thalamus is in this region and it is a pain relay system – because it isn’t working properly you feel pain.  She said that all symptoms of M.E. are organic and due to the problems in the base of the brain area.

A question from the audience was “will an MRI scan show this damage?” but Dr. Dowsett said it would not.

——————————————————————

Dr. Dowsett stated very strongly that if you do over exercise it damages muscle and she showed us a slide of muscle damaged in this way.  



She said that when muscles are working properly they work in 1/3rds then rest; but with M.E. the muscle has no reserve capacity for rest because only about 40% of the muscle is working so although you may be able to do an activity once, this is why you can not repeat it.

She said it is VITAL TO CONSERVE YOUR ENERGY FOR WHAT YOU LIKE TO DO.  She said everyone has at least a very small amount of energy but it is important to use the energy to do something you like.

Her answers to our problems are: -

· 1
Conserve energy.

· 2
Reduce stress – both mental and physical.

· 3
Simplification of work – make things easy for yourself.  She said do not be afraid to use a wheelchair if you need it, it is enabling.

Dr. Dowsett said it is important that we must make people aware of our needs, talk to the Primary Care Groups and be members of the Neurological Alliance to request service provision (our group are already involved in both).  She said we need to join with other groups of people because all our needs are the same, we are all asking for the same thing.  She said we need outreach nurses for those unable to attend clinics.

Dr. Dowsett feels that in the future stem cell treatment may well provide the answers but at present this is a research project at Edinburgh University.

Dr. Dowsett reminded us that stress of any sort causes a relapse.
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