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	NICE Refuses Lyme Disease/Borreliosis Testing For Patients 

	We question the role of members of the Guideline Development Group in this decision and others as shown in the CFS/ME Guidelines, produced by the National Institute for Health and Clinical Excellence (NICE), United Kingdom.

In April 2006, One Click as a Stakeholder on the CFS/ME NICE Guidelines wrote to this organisation and pointed out that 80% of the questions and ratings performed by the Guideline Development Group, that includes three patient representatives, had been excluded from the NICE Questionnaire, delivered to the aforesaid Stakeholders to complete. Yes, that is 80% of the material.

When One Click formally requested NICE in the NICE Questionnaire Correspondence to provide ALL the questions and ratings that had been excluded from the very limited content Questionnaire given to the Stakeholders be provided for us, NICE refused to part with this information. Mark Salmon of NICE Corporate Services claimed in his letter to One Click dated 31 May 2006: "I therefore consider that in all the circumstances the public interest in applying the exemption under section 22 of the Act outweighs the public interest in disclosure."

See NICE Overview, published by One Click on 2 May 2006. We wrote in this document: "There is a complete lack of transparency and we are concerned that the NICE statements will be presented as a fait accomplit by a very small group of people, the Guideline Development Group." This is indeed what has come to pass. 

We now see why NICE did not wish to part with 80% of the information and why it did not wish the Stakeholders to have this knowledge that had been kept in the bosom of the Guideline Development Group alone whilst these Guidelines were being produced. 

As but one example, we see Lyme Disease/Borreliosis featured in these Guidelines on page 103. This provides the evidence to show that the Guideline Development Group decided that all Lyme Disease/Borreliosis tests and investigation for patients about to be labelled with the wastepaper basket ME/CFS diagnosis should be denied. It states: "Serology for chronic bacterial infections e.g borelliosis (sic.) > Guideline Development Group disagrees > The GDG reached a consensus in the first round and the statement did not progress to Round 2." 

This key question did not progress from the Guideline Development Group to the Stakeholder Group for their comments. This extraordinary edict was decided and delivered by the Guideline Development Group, probably unanimously. 

In other words, the thousands upon x countless thousands of patients in the throes of being labelled with the wastepaper basket diagnosis of ME/CFS will be denied testing and treatment upon onset of Lyme Disease/Borreliosis symptoms, as all are agreed by the Guideline Development Group, at the most critical time - upon symptoms onset. 

Moreover, NICE and its Guideline Development Group have elected to be so badly informed over this issue that they have misspelt the illness Borreliosis throughout the Guidelines on pages 98, 103, and 107 and label it as 'borelliosis' incorrectly. They are clearly so well informed on this subject that they do not even have the ability to get the name of the illness right in the published document, produced at considerable taxpayer expense. 

The fact that NICE at the stroke of a misspelt pen has confined thousands upon thousands upon x thousands of Lyme Disease/Borreliosis sufferers to a life of misery, suffering and on occasion death, totally contrary to the medical evidence at hand, is quite simply extraordinary unethical malfeasance and provides excellent evidence for review by the Court of Human Rights.

Lyme Disease/Borreliosis and ME/CFS

This issue of Lyme Disease/Borreliosis and ME/CFS is particularly pertinent in-line with the recent BADA-UK Statement (Borreliosis & Associated Disease Awareness, Registered Charity No. 1113329) that included words from Dr Darrel Ho-Yen, the self-styled Lyme Disease 'expert', head of Microbiology at the Raigmore Hospital, Inverness, Scotland. 

BADA-UK wrote in its Statement on 10 October 2006: "The recognition by Dr. Ho-Yen of Borrelia to be misdiagnosed as ME/CFS in 5% of his patients should be heeded very carefully by the ME/CFS community as a whole, for 5% of the estimated 240,000 patients diagnosed as having ME/CFS equals 12,000 possibly misdiagnosed Borreliosis patients. It also justifies the perceived link between those currently diagnosed as having ME/CFS, yet questioning Lyme disease, along with all other tick-borne infections, as an alternative diagnosis."

In fact, this figure is far higher due to the way in which the ELISA and Western Blot tests are carried out in the UK at the Southampton Laboratories that so frequently result in false negatives. It should be noted that One Click will shortly be publishing information on a European Borreliosis test, validated and accredited by the German Health Authorities, that is most interesting indeed. 

Despite this confirmed medical knowledge readily available in the public domain, the CFS/ME NICE Guidelines state that these patients must not be tested for Lyme Disease/Borreliosis upon symptom onset. 

The Guideline Development Group

The Guideline Development Group itself contains three Patient Representatives: 

Mr Richard Eddleston, Patient Representative, Nottingham.
Ms Ute Elliot, Patient Representative, Sheffield.
Ms Tanya Harrison, Patient Representative, Norfolk. (The BRAME two person organisation that Tanya Harrison represents also sits on the Stakeholder Committee).

The question arises: Did these Patient Representatives on the Guideline Development Group know what they were doing when they rubber-stamped these published NICE proposals? These proposals that illustrate Cognitive Behavioural Therapy/Graded Exercise Therapy (CBT/GET) as the only realistic highly damaging entities to deal with the sufferers of a neurological illness? Did they consult in any way with their supposed constituency? Were they given full information or were they bulldozed into compliance? Did they make objection? Whatever is the case, they need to speak up. Patient Representatives are by very definition accountable. One cannot sit as a self-styled Patient Representative on Guidelines such as these that have been publicly pronounced as not fit for purpose and fail to speak out at this juncture. The medical fate of hundreds of thousands of patients in the United Kingdom is dependent upon these Guidelines. This is a key issue. 

The One Click Group will be writing more about these CFS/ME NICE Guidelines anon. 

How many more lives is this out of control government quango planning to wreck? 

The One Click Group
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