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Dear Friends,

We are writing to let you know about some news which we feel is of great importance to people diagnosed with Myalgic Encephalomyelitis (ME) or Chronic Fatigue Syndrome (CFS). 

Recently Borreliosis sufferer Wendy Fox, who is critically ill, received an official response from the Department of Health which discussed the relationship of ME/CFS to Borreliosis / Lyme disease. The government letter was in response to an event she had organised at Downing St, where a portfolio protesting the lack of treatment available for Borreliosis / Lyme disease patients in the UK was handed in to No. 10 Downing Street. [Ed. Note: For our international readers, this is the office and residence of Tony Blair, UK Prime Minister]. This portfolio had included case histories of several dozen people with Borreliosis / Lyme disease; the majority had at some point previously received a diagnosis of M.E. or CFS. 

In their response to Ms. Fox dated 15 November 2004, the Dept. of Health wrote:

"A small proportion of patients develop fibromyalgia or chronic fatigue soon after Lyme disease, this suggests that B. burgdorferi may be one of a number of infectious agents that may trigger these disabling syndromes." (B. burgdorferi is the Lyme disease bacteria, Borrelia burgdorferi.)

The Dept. of Health also stated the following:

"There is some evidence to suggest that chronic fatigue, at least in some patients, may be associated with CNS [central nervous system] or meningeal disturbance. B. burgdorferi may be one of many triggers for this."

While the statement also claims that "Chronic fatigue or fibromyalgia of unknown cause may be misdiagnosed as Lyme borreliosis", we feel this is hardly likely to be an issue in Britain, where the awareness of Lyme borreliosis is so low that most doctors would not even consider it in their differential diagnosis, even though patients labelled with ME/CFS, have a complex symptomatology with many aspects apart from fatigue, and the clinical picture can often be identical with that of Borreliosis / Lyme disease.

The Dept of Health further states that chronic fatigue triggered by Lyme "often does not respond to treatment". We are not aware of any body of medical evidence which supports this dismissive statement. It is very common to hear of Borreliosis / Lyme disease patients, formerly diagnosed with ME/CFS who attest that they were helped or even cured by antibiotic or other treatments for Borreliosis / Lyme disease. Further, studies have been published in the peer-reviewed literature, specifically describing the connection between Lyme and Chronic Fatigue Syndrome and noting that treatment can indeed be beneficial.

Speaking at a recent meeting of the Massachusetts CFIDS-FM association, Sam Donta, Boston-based Professor of Medicine specialising in Borreliosis / Lyme disease, who has published on the relationship between ME/CFS and Lyme, said:

"I think we have enough info now to tell CFS and FM patients to consider going on a 3-6 month trial of antibiotics and see if you're better. Consider all the other meds you are already taking that just treat symptoms and not the cause of your illness. They all have side-effects that can be hazardous. Is it worth it to you to consider a primary treatment aimed at a cause? There will be resistance from some MDs. They need to be educated. Your primary MD will need to consult an LD specialist re the treatment protocol." (1)

While the Government has clearly stated in this letter to the Borreliosis / Lyme disease patient community that Borreliosis / Lyme disease may be a cause of these syndromes, it does not appear that the Government has shared this information with those diagnosed with ME/CFS. We therefore felt the need to pass this information to you.

Below are some key points regarding Borreliosis / Lyme disease and its relationship to ME/CFS. We hope you will find these useful. Please do not hesitate to contact us if you would like further information. Thank you.
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Key Points

• There are epidemiologic studies demonstrating that "30-50-% of treated and untreated patients go on to develop a multisymptom disorder typical of, and indistinguishable from, fibromyalgia and ME/CFS". (2)

• There are no blood tests available which are sensitive enough to reliably rule out the diagnosis of Borreliosis / Lyme disease. (4) A clinical diagnosis, based on history, evolution and type of symptoms, clinical observations etc must be the main tool in deciding whether or not a patient has Borreliosis / Lyme disease. (3) The current UK Lyme blood testing policy is based on a two-tier method, with a screening test (ELISA) followed by a Western blot (Immunoblot) to confirm a positive result. However, ELISA’s have been shown to be totally inadequate as screening tests. Some sufferers will not show up on either the ELISA or the Immunoblot, which are both tests based on finding antibodies to the bacteria in the patient’s blood. Once into the second year of chronic disease, less than half of patients mount an antibody response detectable by currently used tests. (5)(7)

• There are hundreds of known strains of the Borrelia bacteria with many never having been studied in scientific detail; tests used in the UK may have variable sensitivity towards the different strains.

• A good response to antibiotics is supportive of a Borreliosis / Lyme disease diagnosis as opposed to a viral or other diagnosis. However, people who have remained undiagnosed for many years may need a longer treatment and higher doses before improvement is seen. Moreover, it is very common for borreliosis sufferers to experience a temporary worsening early in the start of treatment. This is called the "Herxheimer" reaction, and is a normal response due to the release of toxins from the bacteria as they die off.

• Some sources indicate that Lyme borreliosis is always preceded by a tick bite and a classic "bullseye" shaped rash. In fact fewer than half of Lyme sufferers recall a tick bite or bullseye rash. (3) The most troublesome ticks are the nymphal ticks which can be as small as a full stop, and hide in out-of-the way areas like the armpit or hairline. Lyme can be acquired congenitally from an infected mother, and there is some evidence to suggest that it may be transmitted sexually and also by certain biting flies and other insect vectors apart from ticks. 

• Borreliosis / Lyme disease may begin with mild symptoms resembling flu, then progress to a multi-symptom disease which can include any of the following: severe fatigue, migrating muscle and joint pains with or without arthritis, muscular spasms, heart problems, gastro-intestinal complaints, facial pain or paralysis of facial muscles, sleep disturbance, mood swings, headache, altered, impaired, or heightened sensation to noise, touch, temperature etc.. Children typically regress educationally and struggle to cope at school. The worst cases can produce disablement through fatigue, paralysis, severe heart disease and even psychosis. (8)

• Neuropsychiatric symptoms can occur due to the penetration of the infection into the brain. However, the symptoms are caused by the infection – Borreliosis / Lyme disease is not mental illness, hypochondria or somatisation.

• Borreliosis / Lyme disease symptoms typically come and go; a patient may feel well one day and be unable to get out of bed the next. Borreliosis / Lyme disease can go into remission and resurface years later. The bacteria is related to the germ that causes relapsing fever. 

• There is evidence that Borreliosis / Lyme disease can be worsened by other co-infections found in the same tick; some of these, such as rickettsia and mycoplasmas, have been directly linked with CFS. (6)

• New evidence emerges all the time, correlating ME/CFS disease process with Borreliosis / Lyme disease and other tick-borne infections. For example, in 2003 a Polish study found 71% of borreliosis patients exhibiting the ME/CFS clinical picture and concluded: "The findings suggest that the chronic fatigue syndrome is frequent among patients with a history of borreliosis." (7)

• In a report published by the National Expert Panel on New and Emerging Infections, 23 November 2004, it was highlighted that: “With the exception of Lyme disease, vector-borne diseases do not currently pose a significant public health threat in the UK. ”Currently in England and Wales, it is estimated by the Health Protection Agency, that annually there are 500 new confirmed cases of Lyme disease, and that confirmed cases have been recorded in 80% of the counties and regions. Of these 500 cases, 85% of patients were infected here in the UK. Professor Sarah E. Randolph of Oxford University says that there has been a real and steep increase in the number of cases here, as in the rest of Europe and the US. "In fact, if we look at what we know about the numbers of infected ticks around, there should be many more cases of Lyme disease, which suggests that cases are being under-recorded." (9)
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