BOLTON/BURY ME/CFS SUPPORT GROUP MEETING 

15TH FEBRUARY 2007 – DR ANDREW WRIGHT.

A QUESTION AND ANSWER SESSION
We were very pleased to welcome Dr Wright to our meeting on 15th February, and this time instead of presenting a formal lecture type of talk, he did a question and answer session.

The first question asked was whether we are any nearer to finding out the proper cause of ME and why some people are affected but not others.

Dr Wright replied that, yes we are nearer to finding the cause; this has been the most difficult thing because generally all people find is things that happen 
1.
Mitochondrial failure
He explained that within every cell in the body except red cells there are the mitochondria, within which energy is made from the nutrients (from food) that are delivered to the cell via the blood stream.  He compared the mitochondria to a battery and said when the battery is flat we can plug it in to be recharged and then when it is full of energy it can be used again in your phone or radio etc.  The mitochondria make energy with chemicals instead of batteries; food supplies a chemical called the phosphate group which turns ADP (adenosine diphosphate) into ATP (adenosine triphosphate); by adding a phosphate group, then energy is stored.  When the ATP releases the phosphate group it has obtained back in the cell energy is released just like discharging a battery.

In 95% of people with ME this process is disrupted so that they are not producing energy as they should.  However, surprisingly, in 5% this process is perfectly normal, but that is a real difficult one.  Why do they have ME, probably because mitochondrial failure is not the whole picture.

2.
Inflammation
Tissues in the body become inflamed by chemicals, usually called Cytokines, which are like messengers and are made by the immune system and are called T cells.  They are necessary but they can be very inflammatory making things hot and red and tender e.g. joints and muscles, but also the brain can become inflamed and particularly blood vessels can become inflamed.  He told us that when the men recently in the news who were damaged by drug test trials, it was because their bodies produced massive amounts of cytokines.  In ME we produce too many cytokines and this causes the inflammation and the pain.

3.
Hormone Problems
There are many hormone problems but a very interesting one is Kenny De Melliers work in Belgium which concerns Thyroid hormone.  Many people 

benefit from Thyroid hormone even though the tests show their blood levels of thyroid hormone to be within the normal range.  When you have ME you make an abnormal  protein, because of a fault in the immune system (2-5 OAS-Like protein) and this is 98% the same in structure as T3 which is the Thyroid hormone which does all the work.  So this abnormal protein could block some of the thyroid hormones from working and that also decreases energy and metabolism.

4.
There are problems with Vitamin D which he didn’t go into as it gets very complicated.

5.
Problems with the Autonomic nervous system, where you have too much of a “fight or flight” response.

6.
Problems with lymphatic drainage which should drain all the toxins from the body.

This basically is the problem, all these things are going on, so what on earth can cause all of that?  Dr Wright believes that the answer is “WEIRD BUGS” (Bacteria).

The thing about these weird bacteria is they are difficult to find using normal tests and are difficult to kill as well and it is a bit like treating TB.  It is an infection that has to be treated for years to get rid of it and ME is similar, in that it will need long term treatment to eradicate the bugs.  These bugs live within the cells in the body (intra cellular).  In acute infection e.g. flu you will find bugs in the blood stream, very easy to find.  The immune system recognises them and makes antibodies to attack them.  But these weird bugs enter into the cells so the immune system does not recognise them.   These difficult to find and difficult to kill, weird bugs, would explain all the findings and all the energy problems.

So why do some people become so ill?  Dr Wright then said that you need to have genetic predisposition, the same bug could be given to 10 people but only one would develop ME because their genes react differently and that is the big problem, you are far more likely to get a chronic infection instead of getting rid of it straight away.

What are these “bugs”?  Borrelia :- most commonly talked about as Lyme Disease where you get bitten by a tick and develop an illness virtually identical to ME.  Dr Wright, here, mentioned the gene studies done by Jonathan Kerr and by John Gow and which show that what happens to the genes in ME is identical to what happens in Lyme Disease.  It was thought that Borrelia can only be injected into humans by a tick bite, but work done by Bill Harvey in the USA has shown this is not true, it can be passed by mosquitoes and mites and even congenital transfer.  He told us of a study done in Papua New Guinea where 57% of the research sample were positive for Borrelia, there are no ticks in Papua New Guinea, so they must have got it from some other source.
Borrelia is a big possibility for causing ME, and its shape shifts from its normal wriggly form, it goes inside the cells and becomes an L form and it can also become a dormant form which is a cyst like form which can be dormant for years.

The other big possibility is Chlamydia Pneumoniae which is a respiratory bacteria which causes sore throat, chesty symptoms and wheezing.  This bacteria also has a complicated life span, including the cyst form.

These are the only two bacteria which have this complicated life with changes in form and both can cause all the symptoms.

Other bugs such as Staphylococcus, Ricketsia, Mycoplasma and some viruses e.g. Epstein Barr virus (glandular fever) and Chicken Pox and Herpes can act as triggers and set off the dormant bacteria.  Any stress to the body can set off these dormant bacteria into the active form.

Dr Wright told us that the body only reacts to stress in one way, the fight or flight response where we produce adrenalin.  It doesn’t matter whether the stress is physical e.g. from an accident, or an illness or whether the stress is psychological, the body responds in the same way producing adrenalin.  These bacteria grow very much faster in adrenalin.

A question was asked here about the Lightening Process and Reverse Therapy which both encourage people to get rid of stress.  Dr Wright said that of course it depends on what it is that is stressing you most, if it is a psychological stress and you can relieve it, then that will help to curtail the growth of the bacteria.  However, ultimately we need to get rid of the bacteria.

He also made comment that sometimes the holistic therapists get some very good results because of course they help to reduce stress levels.

Dr Wright uses two approaches to kill the bacteria:

1
herbal, a product called Samento which is made from a herb called Cats Claw

2
antibiotics, this would need to be long term and five studies have shown it can cure 60% of people and a further 20% will be helped significantly, but it is long term, possibly one – two years.

When asked whether it was generally accepted that this is the cure he replied that it is not at the present but he feels that it will be acknowledged in the not too distant future.

One of the major problems has been the lack of research studies done on people with ME.  It has not, historically, attracted many scientists to do studies.  He quoted the number of studies done on cancer are about 250,000, in heart disease 150,000, but in ME only around 3000.  It is very common so why have there not been many studies?  Probably because for a long time it was thought of as a psychological problem but now that view is not standing up to scrutiny.  Dr Wright said that Prof Simon Wesley who was the main adherent to the psychological view would not appear in front of the Gibson Enquiry to defend his views.  The Gibson Enquiry was done by an MP who chaired an all party working group of MPs to look at ME and to see why patients have had such a bad deal.  The report, when published said, too much emphasis has been placed on psychological factors, there has not been enough notice taken of the basic medical research, and that many of the medical profession have had a poor attitude to ME patients.  It also says that they don’t feel that Lyme Disease is the same as ME, which Dr Wright says he agrees with, it is not purely the same.

He then said other measures such as mitochondrial support and anti inflammatory measures can help as well.  Dr Wright said he has seen a few patients cured with six weeks antibiotic therapy- not many- but some.

A study done in a Dutch ME clinic, looked at 99 patients who had taken Azithromycin for six weeks and 60% had noticed an improvement in their condition.  Azithromycin can kill these weird bugs, and along with stress, these bugs can cause all the symptoms of ME.

Unfortunately there is no NHS test to detect these bacteria but the work of John Gow and Jonathon Kerr, looking at how genes respond in ME, will hopefully lead to a diagnostic test for ME becoming available.

Another question asked was why the local Primary Care Trusts have suddenly taken an interest in ME and provided services:  Dr Wright responded that it is due to patient power and all the pressure that has been put on them by our letters and meetings with them.

He added that now, more is becoming known about the science of what is happening to patients with ME, it is becoming more interesting to the scientists and doctors and so more research studies will be done and there will be an exponential growth in knowledge.

The next question was “what is the Candida association?” – to which Dr Wright replied that he doesn’t think that there is a Candida association.  There are problems with glucose metabolism on many levels, and the problem is why does the brain crave sweet things.  He said that he doesn’t know but he doesn’t think that it is Candida, he feels that it may be another weird manifestation of the inflammation, but he doesn’t really understand it.  He said that Candida can not explain the mitochondrial failure in ME and although Candida is present it is probably because the immune system is not in balance and it is an opportunistic infection which will grow when the immune system is not right.

A further question was to ask, in the absence of any diagnostic test, how the doctors actually diagnose ME.  This is done firstly by excluding other illnesses, using the tests that are available and secondly by looking at the symptoms.  Doctors usually use the Fukuda Criteria but recently the Canadian diagnostic criteria have been documented and this is a much better way of diagnosing as it not only lists the symptoms it also explains why things are going wrong.

Dr Wright made us laugh by telling us that there has been a conference in the USA about the name of the illness and the conclusion to which they came, was that it should be called ME/CFS.

Then it was asked if Interferon can help, this is a drug used in MS and which calms down an overactive immune system.  Dr Wright replied that while it may help it will not solve the problem.  He said that ultimately the best thing to cure ME is yourself, if you can get your immune system in balance yourself, that is the best way of doing it.  Most people know what makes them feel better or what makes them feel worse.

He then went on to talk about the similarities in the inflammation levels seen in rheumatoid arthritis and the inflammation that occurs in ME and to tell us of some of the other things that can help to normalise the immune system and reduce the inflammation e.g. plant sterols such as SIMBA and BENECOL but also general antioxidants and minerals and vitamins.

It was then asked if there is a link between raised cholesterol and ME; to which he replied that Dr Vance Spence and the Vascular Biology Unit at Dundee have done studies of cholesterol.  Total cholesterol is made up of 1) HDL which is good cholesterol and which is necessary for the body to function properly: 2) LDL which is bad cholesterol which forms the fatty plaques which cause narrowing in the blood vessels.  What is important with cholesterol is the ratio of good to bad.  So even if your total cholesterol is quite high, if there is a good ratio of good to bad cholesterol you are ok.  Dr Wright said that cholesterol is dangerous when it is oxidised by chemicals within the body, called free radicals, which are made by every chemical process in the body and we use them to kill bugs and for hormone activation but if we make too much they damage fat particularly, and they damage DNA, so we use vitamins to fight the free radicals.  Statins are used by doctors to lower cholesterol; they help to lower the inflammation in the blood vessels.  There is now a problem of how much these statins should be taken as there can be problems with muscle pain.  Most cholesterol is due to genetics but diet can help and use of plant sterols (Benecol) also antioxidants, vitamins and minerals, but he warned not to overdo Vitamin C, no more than 1 gram per day.

When asked if cholesterol can kill you Dr Wright answered by telling us of a study which has shown that men are helped by use of statins but women are not helped by use of statins.

When asked about using Co-Enzyme Q10, Dr Wright said that it can help in some cases, approximately 50% of ME sufferers have low levels of Co-Enzyme Q10.  The preferred dose is 300 mg per day for one month, then reducing to 100 mg per day.  He also said then when it comes to energy production there are so many things that can go wrong you may need other things as well.

Dr Wright then told us of studies done by a very clever doctor in USA called Bill Harvey; he has looked at Borrelia as a cause of ME but feels there is something else and he feels that it is Chlamydia Pneumonia.  There is a very helpful website www.cpnhelp.org.  Again he was talking about long term antibiotics and when asked if there are ill effects from long term antibiotics he said the main problem is thrush but generally they are well tolerated.  Many illnesses are treated using long term antibiotics e.g. TB, Acne, prostatitis etc.

He said the facts about ME are that only 5% get better, 40% will go up and down but never get back to being completely well but that the remaining 55% either stay the same or get worse.  The exception to this is children, they generally do much better than that and over 50% will get better.
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