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	ME/CFS Advocate Partner Tests Positive For Borreliosis 

	From Lara

The Story of My Partner's Health

A few years ago my partner went down with a severe flu-like illness and had an extremely sore throat. His muscles ached and spasmed, he had excruciating pain in multiple-joints, could not articulate sentences correctly and his memory became poor. He was too exhausted to move around for more than a few short periods a day and any attempt to do more resulted in a severe worsening of symptoms. Many foods that he had previously been able to tolerate upset his stomach and he could not endure excessive noise or bright lights. Doctors eventually diagnosed Myalgic Encephalomyelitis/ Chronic Fatigue Syndrome (ME/CFS) and Fibromyalgia Syndrome (FMS). They gave him anti-depressant medication and suggested that he try a graded approach to get back to previous levels of functioning. The result was a collapse that left him virtually bedridden, until he decided to stop taking the medication and to rest. 

After a partial recovery over many months of rest he attempted a 
graduated return to pre-illness levels of functioning as advised by his doctors. This resulted in another relapse from which he has never recovered; the graded approach had backfired badly. In spite of this, graded exercise continued to be recommended as the method to guarantee recovery to normal functioning, usually within a time period of 3-6 months. For 3 years after becoming ill he had not been given more than a few routine blood tests, had been refused referrals with consultants and told that there was nothing else that could be done. If he did not recover with anti-depressants and exercise then he was told he was either incurable or over-focusing.

From then on things went from bad to worse. His pain levels rocketed, and it seemed that every month he was worse than the last. Any attempt to exercise was disastrous and by now all the symptoms that might have come and gone in the past were prevalent almost on a daily basis. I was at my wits end and had taken to researching the condition myself. Luckily I was able to find very knowledgeable patients and advocates (to whom the job of helping the ME/CFS community had fallen) who pointed me in the right direction of good research and helped to answer my questions. This assistance was absolutely invaluable and my partner and I will never forget who those supported us during this period. 

Having read as much medical research as possible, as well as the rotten politics and corruption surrounding the treatment of ME/CFS sufferers, it seemed as though my partner had been subjected to some of the worst possible medical advice. It quickly became apparent that none of the tests he had been given to date were likely to pinpoint the nature of his illness and were far from being the exhaustive tests that we had been led to believe had been carried out. We set about finding doctors who could run the appropriate tests and soon the evidence of the underlying problems began to emerge. 

A new shock came when one such doctor announced to us that my partner's symptoms and results to date were in fact consistent with `late borreliosis', a bacterial infection involving a spirochete pathogen. We were even more shocked to learn on reading up on this subject, how easily late or `chronic' borreliosis could be confused with ME/CFS, especially considering the general lack of testing and awareness of both diseases in the UK. Eventually it was confirmed that he did in fact have a borrelia infection, which is most commonly contracted via a tick-bite although other forms of transmission are considered possible. 

My partner's symptoms meant that he met all of the criteria of the 2003 Canadian Case Definition for ME/CFS [1], but this hardly mattered, as most doctors we saw had never even seen this document. Instead they just ran with their very limited knowledge of the disease, which in most cases had been heavily influenced by the highly influential and well-funded UK psychiatric lobby lead by Professor Simon Wessely of King's College, London. None except this one doctor had considered chronic borreliosis up until that point. Sadly none of the tests that would have picked it up had been performed. So when the truth finally unfolded it sent us reeling. We were both angry and relieved at the same time, as the research indicated that if this disease had been picked up sooner, he could have had immediate anti-biotic treatment with a chance of a faster 
and more efficient recovery. While this may still be possible, it will now most likely be a hard and uncertain road to travel and will not bring back what we have lost in years and compensate for our heartache, nor that of our families. 

Having dealt with the initial shock, and trying to concentrate on obtaining suitable treatment, we were then confounded by reports of the scale on which patients with bacterial infections were being misdiagnosed with ME/CFS. Moreover that it seemed to be common knowledge to some of our charities in the UK. The ME Association was apparently handed information on this issue over 6 years ago, since 1999, but did not act upon it. This file was held back from their members who continued to suffer unaware with their illnesses and the devastating effects on their lives. 

A literature search and information from other advocates highlighted the number of researchers who had already considered the possibility, or indeed found the presence of bacterial infections in those diagnosed with ME/CFS. There are clear statements on record from biomedical researchers on this issue. As far back as 2002, Dr Sam Donta stated that:

`With the discovery of the causative agent of Lyme disease, a new chapter has been opened in the understanding of chronic fatigue syndrome (CFS) and other multi-symptom disorders. Lyme disease, 
caused by spirochetal bacteria transmitted by the bite of an Ixodes 
(deer) tick, is now known to be one cause of chronic fatigue disorder that cannot be readily distinguished from CFS, or from what is termed fibromyalgia. These disorders have similar major symptomatology consisting of fatigue and neurocognitive dysfunction, along with numerous other symptoms that probably relate to altered neurological function. Musculoskeletal symptomatology may be more frequent in fibromyalgia and in some patients with chronic Lyme disease than in CFS, but the definition of CFS also encompasses myalgias and arthralgias as part of the disorder.'[2]

Dr Andrew Wright has found live borrelia burgdorferi spirochete species in the blood of patients diagnosed with ME/CFS using a technique known as `Dark Field Microscopy'. [3]

Dr Vance Spence of the charity MERGE is also of the opinion that there is a link between bacterial infection and CFS. In his presentation at the Lyme Disease Action UK conference in Sheffield (June 2005) one of his slides contained the following statement:

`Is Chronic Fatigue Syndrome a bacterial infection? For many CFS patients it probably is'….' The problem is: which patients and with what infection.' [4]

Also Dr John Gow from Glasgow University is on record recently as saying that ME/CFS and borreliosis/Lyme disease patients show the same gene expression results in his tests. [5]

Even the UK Department of Health had already admitted, (albeit weakly and with a view that may not be completely in line with research, which actually suggests that the situation is much worse) a link between bacterial infection and some cases of ME/CFS and FMS [6]. They stated in their reply in November 2004 to Wendy Fox, (a borreliosis/Lyme disease sufferer who had presented a portfolio of information protesting the lack of treatment for borreliosis/Lymeto 10 Downing St.):

"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." 

And:

"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."

To have found all this out now, is incredibly frustrating and disappointing. Having been told by NHS doctors and consultants that all necessary tests had been performed and that my partner had nothing else treatable, when this information had been publicly and widely available for some time is a sickening and reprehensible state of affairs.

In spite of these clear statements regarding the prevalence of bacterial infections in those diagnosed with ME/CFS, the psychiatric lobby however continues unabated. It has, in spite of this information, obtained funding for psychosocial therapies that are at best ineffective for sufferers of organic diseases and at worst extremely harmful. According to the selection criteria of the fraudulent PACE and FINE trials, which cost £8.5 m of taxpayers' money, no one suffering from borreliosis/Lyme should have been entered into these programmes. However, due to the inappropriate use of the label `ME/CFS' as a wastebasket diagnosis and the advice of Dr Charles Shepherd that no in-depth investigations of these patients was necessary, it is possible and highly likely that borreliosis/Lyme sufferers are being administered this inappropriate treatment. 

As a result of the psychiatric lobbies activities, Shepherd's advice on testing and neglect to bring the issue of borreliosis/Lyme to the ME/CFS community's attention, sufferers (including my partner), have for years been thrown carelessly into a rubbish bin of a diagnosis. Only the determination to find out the truth and consideration of the invaluable information available via Internet support forums has allowed some, like my partner, to crawl out. For those who sadly chose to end their lives, or who died as a result of their illness, it is too late, and thus the psychiatric lobby, and those who enabled them to continue their fraudulent activities, have blood on their hands. 

In light of the wealth of existing evidence suggesting the harmful effects of GET/CBT on ME/CFS patients, as well as the emerging information surrounding the likelihood of persistent and on-going bacterial infections in patients placed under the same label (after inadequate testing), the psychiatric lobby must be prevented from doing further harm. Doctors should also be advised to test thoroughly for bacterial infections and to treat them, rather than allowing patients' illnesses to progress without the necessary anti-biotic medication. 

The notion that short term anti-biotic therapy is all that is required for chronic borreliosis/Lyme sufferers, needs to be strongly challenged as there is clear research that shows the ability of these bacteria to persist, and that the treatment can take years, not months to work, especially for patients whose original infections have been neglected for long periods. [7,8] If bacterial infections are allowed to proliferate, we may find ourselves in the same situation as the US in the 1920's where another disease caused by a spirochete was spreading unchecked. This disease was Syphilis and was allowed to reach epidemic proportions (10-20% of the population) before it began to be dealt with by governments and health departments. [9] A century later one would hope that we would be able to address the issue of chronic borreliosis much more efficiently, but looking at what an author (Stokes) wrote regarding syphilis back in 1920 it hard to believe that this is the case:

`It is one of the ironies, the paradoxes, of fate that the disease against which the most tremendous advances have been made, the most brilliant victories won, is the third great plague, syphilis the disease that still destroys us through our ignorance or our refusal to know the truth.'[9]

One can only hope that our government now chooses to address the 
issue of chronic borreliosis/Lyme, which affects so many people in 
the UK and worldwide. 

Regards
Lara
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