LYME DISEASE - IS THERE ANY OVERLAP WITH M.E.?

Is it possible that some people who have been diagnosed with M.E./CFS may actually be suffering from Lyme Disease, or a closely related infectious illness?  Some people with M. E. and a small number of doctors believe this to be the case.  Former nurse Maggie Leathley attempts to make some sense of this complex issue, and to explain why it is currently such a hot topic.

Lyme Disease is an infectious illness which was first identified as recently as the 1980’s in Lyme, Connecticut.  The infection is caused by spirochaetes, (complex spiral-shaped bacteria) called Borrelia burgdorferi.  These are known to be transmitted by the bite of an infected tick, which in the US is most likely to be a deer tick.  In the UK, however, several different strains of Borrelia are known to be carried by sheep ticks, and by many small animals, such as squirrels, mice and birds.
"Guidelines state that diagnosis should be made on the patient's history and symptoms, not purely on the basis of blood tests"

At first Lyme Disease was thought to be confined to certain parts of the United States but there is evidence to suggest that the disease (and closely related infections caused by other strains of Borrelia) is in fact endemic in parts of Europe including Britain.  A recent study by the Natural History Museum in London showed that between 8% and 97% of tick specimens taken from all over the UK were infected by Borrelia.  Another study from the University of Stirling concluded that the number of sheep ticks found on red grouse in Scotland (where they begin their life cycle in this locality) has risen dramatically in the last 19 years.

For convenience in this article, I will use the combined term Lyme Borreliosis to refer to Lyme Disease and also its European counterparts, sometimes referred to as types of Borreliosis.
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Incidence higher than experts first thought

An expert in this subject is Dr. Darrel Ho-Yen, Head of Microbiology at Raigmore Hospital in Inverness.  Quoted in an article in The Times last May he expressed concern at the rise in numbers with this disease, stating that the known number of proven cases should be multiplied by ten "to take account of wrongly diagnosed cases, tests giving false results, sufferers who weren't tested, people who are infected but not showing symptoms, failures to notify and infected individuals who don't consult a doctor."

In the early stages of infection, there may be a range of reactions from a severe acute illness to a mild flu-like episode.  This can occur several weeks later, so the connection with a previous tick bite may not be made.

Conventional wisdom has it that the bite causes a 'bull's eye rash' which is a red area of skin with a patch of less red skin in the middle.  However fewer than half of all patients with classic Lyme Disease are able to recall the bite or such a rash, so although the bull's eye rash is indeed diagnostic, its absence certainly does not mean the person is not infected.  This is just one of the many myths with which this issue is bedevilled.

Some people go on to develop long-term symptoms straight away, whereas for others it may take months or years for the main illness to develop, sometimes triggered by another infection or a period of stress.
Symptoms in common

The similarities in the symptoms of Lyme Disease and other related types of Borreliosis with M.E. are striking.  As with M.E., there is a wide range of symptoms but not everyone has them all.  Lyme disease has been referred to as a multi-system inflammatory illness.

Often causing crushing fatigue, it can also affect the nervous system, resulting in severe headaches, pain or weakness in the limbs and poor muscle movement.  There may be joint or muscle pain, brain fog, memory problems, stiff neck, sore throat, feeling feverish or fluey numbness, tingling, sleep problems, noise or light sensitivity.  All systems of the body may be affected.

A study carried out in Poland recently showed that 71% of patients diagnosed with Borreliosis "had the same clinical pattern as CFS."

So could it be that some people who have been diagnosed with M.E. or CFS are in fact suffering from Lyme Disease or another type of Borreliosis?  I spoke to two people who have had contrasting experiences, and who have each at different times been given a diagnosis of Lyme Borreliosis and of CFS/M E.

Chris's story

Chris Noon had suffered from poor health since picking up a serious infection while travelling in India in 1997.  This left him only able to work part-time on a self-employed basis.

Following his return from India he underwent extensive tests at the local NHS Infectious Diseases Department but no concrete diagnosis was made.

After a period of very poor health in 2005, Chris returned to the Infectious Diseases Department and after blood tests was told, much to his surprise, that he had Lyme Disease.  As this could be treated with antibiotics, he was naturally quite pleased to think that at last there might be a possibility of effective treatment for his underlying health problems.  He had never considered Lyme Disease before, but remembered that he had been bitten by a tick in Scotland six months before he went to India.

"Chris is unsure why the doctors said that he had Lyme Disease and then backtracked so dramatically"

However during his one month of doxycycline tablets, Chris found that his health became drastically worse.  (This sometimes happens in the early stages of treatment as a result of 'die off', more of which later.)

When I spoke to him two months after this, he felt he had just begun to recover from the setback.  He was of course disappointed that instead of being made better by the treatment, it had made his condition worse.

However he was even more surprised at the reaction of the doctors at the Infectious Diseases Department.  "They couldn't get rid of me fast enough", he told me.  "They said that maybe it wasn't Lyme Disease after all, and that they had nothing else to offer me.  I feel very confused by the whole experience.  Now they say I have got CFS."
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Chris is understandably very wary about taking any more antibiotics and is unsure why the doctors said that he had Lyme Disease and then backtracked so dramatically.  No further support or treatment has been offered by the NHS.

Stephanie's story

Stephanie Woodcock's illness began in 1985.  She knew that she had had an unusual insect bite which caused a reaction, but not the classic bull's eye rash.  Within three weeks she became acutely ill with flu-like symptoms, extreme fatigue and a loss of normal mental function.  Yet all the tests her doctor carried out came back normal.

As a medical microbiologist, Stephanie was certain that her illness was connected with the insect bite, and as weeks of illness turned into months, she was determined to find out the cause.  She had never heard of Lyme Disease before, but as soon as she read about it in a medical library, she felt sure that this was what was wrong with her.  Furthermore because of her training as a microbiologist, she understood how hard it could be to obtain a positive blood test result.

She was determined to get treatment, and first saw a private doctor who she persuaded to prescribe penicillin for her given that tests showed her to have IgM (immune) antibodies of unknown cause, giving indirect evidence of infection.  It took three months of treatment before Stephanie began to see very slight improvement, but even though at this point she was only a fraction better she was convinced that this was the correct treatment.

Stephanie was able to persuade her physician to continue prescribing the antibiotics with the help of her professional knowledge and a great deal of written information which she took along each time she saw him.

When after nine months she was seeing very significant improvement, she felt her doctor came to really be on her side, and remarkably this enabled her to keep on taking the penicillin for three years.

The Infectious Diseases consultant at the hospital was not so sympathetic however and at one point wrote to her doctor telling him to stop the antibiotics.  Stephanie suffered an immediate relapse when this happened and begged the doctor to allow her to continue taking the treatment, which he did.

After three years Stephanie was able to safely stop taking the antibiotics and she feels extremely lucky to have got her health to the degree that she has a good quality of life and no longer regards herself as ill.

Stephanie was one of the founders of Lyme Disease Action, along with Gill Reese and a number of other scientists.  This charity aims to promote research as well as to educate the public and the medical profession about Lyme Disease and Borreliosis.  They have organised a series of International Conferences in the UK, with leading doctors and scientists in this field from around the world, and the next is set to be held in Sheffield in June 2006 .

Symptomatic presentations of Lyme Disease include:

(
fatigue




                 (
low grade fevers, "hot flashes" or chills

(
night sweats

           (
sore throat

(
swollen glands       (
stiff neck

(
migrating arthralgias, stiffness and arthritis

(
myalgia                  (
chest pain and palpitations

(
abdominal pain, nausea             (
diarrhoea                

(
sleep disturbance     (
poor concentration and memory loss

(
irritability and mood swings

(
depression                                  (
back pain

(
blurred vision and eye pain        (
jaw pain

(
testicular/pelvic pain                  (
tinnitus

(
vertigo                           (
facial numbness, pain or tingling

(
headaches                (
light-headedness

(
dizziness

This list is taken from the International Lyme and Associated Diseases Society's website at www.ilads.org/guidelines_summary. htm

Hard to diagnose

Why were Stephanie and Chris treated as they were, and are their experiences unusual?  To answer this question, we need to understand that there is a conflict among medics with two opposing views of Lyme Disease or Borreliosis.

Most doctors would appear to believe that Lyme Disease is rare in the UK, and also that once identified, it can be easily treated with a simple course of antibiotics.

However, experts in this field paint a more alarming picture of a disease which is much more widespread, is difficult to diagnose and is even harder to treat successfully.  A recent spate of correspondence to the Lancet has highlighted this controversy.

Borrelia spirochaetes are extremely complex micro-organisms capable of invading many different tissues in the body and also able to lie dormant in cyst form.  They have the ability to hide within the cells of the body attached to our own proteins, thus creating a disguise and defying detection by the body's own systems of defence.  This also creates a problem for testing, because tests look for antibodies, which are expected to be present when the body has an active infection.  With Borrelia there may not be any antibodies, even though a person is infected.

During the early stages of infection, blood tests may be negative because antibodies aren't being created yet, while too late into the illness the immune system is no longer making antibodies.  A further problem arises because tests are looking for specific strains of Borrelia and will therefore miss infection with another strain.

For these reasons the International Lyme and Associated Diseases Society (ILADS) guidelines state that diagnosis should be made on clinical grounds, in other words based on the patient's history and symptoms, not purely on the basis of blood tests, as these clearly cannot be relied upon.

There are two main kinds of blood tests used in the identification of infection with Borrelia, the ELISA test (enzyme-linked immunosorbent assay test) and the Western Blot.  As Dr. Joseph Jemsek noted in a Spring 2005 CFIDS chronicle interview: “No single blood test provides definitive results.  Unfortunately the results of both tests can be inaccurate and analysis methods are not always the same from lab to lab."

However, a recent paper published in the Journal of Medical Microbiology by Dr Ho-Yen et al reported that doctors in Scotland have recently made changes to improve interpretation of the Western Blot blood tests.  This followed an audit showing that current tests were failing to identify Lyme Disease in up to a third of patients with clinical symptoms.

Even harder to treat

The question of how to treat Lyme Borreliosis is even more vexed.  There is a fundamental dispute among doctors which was described by Phillips et at in their letter to the Lancet "A popular clinical notion is that Lyme Disease can be cured with two to four weeks of antibiotics.  Although this may be true of promptly treated acute B. burgdorferi infection, chronic infection that allows the spirochaetes' complex patho-physiological mechanisms to unfold can result in tenacious tissue invasion that is extremely difficult to eradicate".  Another Lancet correspondent described Borrelia as a "formidable smart-stealth type of bacteria that is hard to eradicate".

"There are many risks associated with long-term antibiotic use, and some of the specialised treatments recommended are difficult to obtain on the NHS"

Unfortunately it is very hard for a patient in the UK, even if they are lucky enough to have had a positive blood test result, to obtain the sort of treatment protocol recommended in the ILADS guidelines.  These recommend courses of treatment of between six months and four years, depending on the severity and duration of illness.
Such courses of treatment require a variety of different antibiotics to be used, in a similar way to the established approach to treating TB.  Treatment should be individually tailored and closely monitored, with the aim of reducing adverse effects while maximising effectiveness.  This is no simple matter, as many people with M.E. find it hard to tolerate even short courses of antibiotics, as illustrated in my article for InterAction 38.

Furthermore, it is to be expected that treatment will cause worsening of the patient's illness, especially in the early stages, as a result of ‘die off’ (sometimes referred to as the Herxheimer effect, a term first applied to treatment for syphilis, also caused by a spirochaete).  Treatment can be further complicated by the presence of other chronic infections.  This makes treatment a challenge both for the doctor and the patient, and requires close communication and co-operation between them in order to achieve the necessary balance.

There are a few private doctors in the UK who are prepared to treat patients along these lines and some GPs who are supporting this as far as they are able.  Even so, there are many risks associated with long-term antibiotic use, and some of the specialised treatments recommended (such as certain anti-malarial drugs) are difficult to obtain on the NHS and are very expensive.  The resources are simply not there for the sort of long-term treatment and monitoring which is possible at the centres of excellence for this disease in the US and Eastern Europe.
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Two conflicting sets of guidance

It is reasonable to conclude that at least some people currently given a diagnosis of CFS or M.E. are in fact suffering from chronic illness caused by infection with Borrelia.  Until more doctors in the UK are prepared to follow the ILADS guidelines, this appears unlikely to change.

Stella Huyshe in her letter to the Lancet noted that there is a gap in clinical practice between two conflicting sets of guidance.

The NHS online guide for GPs, she says, quotes the ILADS guidelines, recommending a diagnosis made on clinical grounds, and considering long-term treatment for persistent infection.

However, in practice doctors often use guidance from the Health Protection Agency, which contradicts this.  They "do not apply the advice that their colleagues in the National Library for Health have researched and are providing to GPs".  She concludes: "GPs are falling down this particular gap and the NHS should urgently provide a bridge."

This leaves patients in a very difficult position.  It is the stuff of madness to realise that you might have an illness which your doctor does not understand and is not likely to test for, that even if you get the blood tests the results may be inaccurate, and that even if you get a positive diagnosis you are likely to get inadequate treatment.  Yet that is an accurate description of the situation facing patients with Lyme Borreliosis in Britain today.

However, anything which brings people nearer to understanding the possible causes of their illness and treatments which might help has to be worthwhile.  It is not possible at this point to know accurately the numbers of people infected with Borreliosis, nor how many of these have been diagnosed with M.E. or CFS.  Only through more serious biomedical research into both diseases will these questions be properly answered.

Microbiologist Dr Darrel Ho-Yen comments:

Many people feel strongly about the issue of Lyme disease, given that some medical practitioners are unaware of the condition, and because both diagnosis and management can be difficult.  Our laboratory provides diagnostic tests for Lyme disease for all of Scotland.  Over the last decade, we have developed a systematic approach to excluding Lyme disease in people with M.E.-type symptoms that may have been exposed to tick bites.

Cause of M.E:  Many infections can provoke an exhaustion state that fulfils the definitions of M.E.  As the Scottish Toxoplasma Reference Laboratory, we find that a small number of M.E. patients test positive for chronic toxoplasmosis.  Other common triggers for M.E. are glandular fever, Hepatitis A and Hepatitis C.  In my experience, about 3% of patients with M.E. have the triggering infection as Lyme disease.

Who should be tested?  To become infected with Lyme disease you need to be bitten by an infected tick.  If you are in the centre of a city and you have no exposure to ticks you will not get Lyme disease.  Nevertheless, individuals who spend time in the countryside, especially in forested areas, may be exposed to tick bites.  If you take a dog for long walks in the country, this will also be a risk factor.

Quality of testing:  In Britain, a laboratory's results are only dependable if the lab has independent accreditation.  This ensures that the appropriate tests are used, backed up by internal and external quality control procedures.  Private laboratories without accreditation do not produce dependable results.

About the author

Former nurse Maggie Leathley has herself recovered from M.E. through a multi-factorial approach and now works for a health-related charity.  She developed an interest in Lyme disease through talking to others with M.E. and attending conferences organised by Lyme Disease Action.
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