
THE DAVID TAYLOR MP CORRESPONDENCE 


From: The One Click Group [mailto:mail@theoneclickgroup.co.uk] 
Sent: 11 July 2005 13:53
To: TAYLOR, David (MP)
Subject: FW: INCORRECT DISEASE NAME USED - EDM NO. 260
Dear David Taylor

I have spoken to your assistant Daniel today and it would appear that not much progress is unfortunately being made in this matter that concerns the 240,000 patients that suffer from ME/CFS in the UK in regard to correct disease terminology.  As you know, the correct disease terminology must be used according to the World Health Organisation and the UK government.

I shall leave this matter until Thursday 14th July as per my email to you dated 5th July and then One Click will answer the ME/CF community’s queries and write accordingly.    Our material is distributed to a vast number of MPs et al as you know. 

Many thanks and regards

Jane Bryant

The One Click Group 



From: The One Click Group [mailto:mail@theoneclickgroup.co.uk] 
Sent: 05 July 2005 15:32
To: TAYLOR, David (MP)
Subject: FW: INCORRECT DISEASE NAME USED - EDM NO. 260
Dear David Taylor

I have spoken to your assistant Daniel once more today on the topic delineated in the emails below. To prevent the tedium for us both of my making calls to Daniel on behalf of ME/CFS patients in regard to positive news over this incorrect disease terminology usage by your EDM on a virtually daily basis, I have suggested to Daniel that I will let this matter rest until the 14th July – one month after my initial email to you – to see if something can and has been done to help the ME/CFS community.  

As you will appreciate, this correct disease terminology issue matters very much to patients both medically and ethically otherwise I would not have been so persistent on their behalf.   If your objective is to seek to help ME/CFS patients, correct disease terminology usage and classification will or course assist them a great deal.  The importance of this issue is also recognised by the many MPs and Peers who have posed questions in both the Commons and the Lords using the correct disease terminology as specified by the World Health Organisation and the UK government.  Either we subscribe in the UK to the WHO rubric or we do not, and we do. 

One other small point to note.  In relation to the charities Action for ME (currently under investigation by the NHS Fraud squad) and the MEA (unclear at present as to whether this charity is trading legally or illegally), both of these charities have a tiny amount of members in relation to the 240,000 patients – men, women and children – who suffer from this neurological illness Myalgic Encephalomyelitis in the UK and the membership of both of these charities is dwindling into insignificance as I write.    There is a file of complaints as high as Big Ben and as wide as the Millennium Dome site in regard to these charities held by the Charity Commission. 

I speak on behalf of many Mr. Taylor when I say that I do hope that you will be able to help ME/CFS patients on an issue that matters so much to so many in the usage of correct disease terminology that both the World Health Organisation and the United Kingdom government say is the correct name for this illness that must be used.  

I will telephone your office on the Monday 11th July to see how matters are progressing and in the interim, will tell all ME/CFS patients, their carers, families and friends who have been enquiring in relation to this issue so persistently and for so long that One Click will be writing this issue up on the 14th July, one way or the other - a full month’s worth of endeavour on the part of the One Click group to get this issue resolved positively.  If the news is positive it will be my absolute pleasure to give your actions the most glowing write up possible that will be read by the residents of over 55 countries worldwide on our website that receives in excess of 3,700 hits per day at peak.   One Click is very well known indeed right around the globe.

Thank you very much for your time and I do hope that you will be able to help us all.

Best wishes

Jane Bryant 

THE ONE CLICK GROUP 



From: The One Click Group [mailto:mail@theoneclickgroup.co.uk] 
Sent: 04 July 2005 21:52
To: 'TAYLOR, David (MP)'
Subject: RE: INCORRECT DISEASE NAME USED - EDM NO. 260
Dear David Taylor

The issue is not what disease terminology that two charities such as Action for ME (a charity currently under investigation by the NHS Fraud Squad) and the ME Association (another failing and dwindling charity) use, but what the UK government and the World Health Organisation state MUST be used as has been stated by the Health Minister as delineated in my correspondence with you.   The UK government is a signatory to the WHO rubric.  The UK government has stated that Myalgic Encephalomyelitis must be used.  This is not a matter for debate, it is fact.  To put forward an EDM that uses incorrect disease terminology without in any way attempting to ameliorate this fact is quite simply wrong and is deeply offensive to patients. 

I do hope that you can find an MP to propose the Amendment suggested by your office.   I am not sure for how much longer I can keep a lid on this thing when there is much disquiet in the ME/CFS community over this EDM, no resolution appears to be in sight as I write and because so many MPs are signing up to the EDM, patients quite simply do not understand why producing an Amendment – a suggestion made by your very own office - seems to be such a difficult task.   If you now feel unable or unwilling to do this, I would be grateful if you could tell me forthwith and I will publish accordingly.  

Best wishes

Jane Bryant

THE ONE CLICK GROUP 



From: TAYLOR, David (MP) [mailto:TAYLORDL@parliament.uk] 
Sent: 04 July 2005 21:11
To: The One Click Group
Subject: RE: INCORRECT DISEASE NAME USED - EDM NO. 260
Dear Jane Bryant,
 

Don't both Action for M E and the M E Association use the same word?
 

David Taylor MP
-----Original Message-----
From: The One Click Group [mailto:mail@theoneclickgroup.co.uk] 
Sent: 04 July 2005 14:06
To: TAYLOR, David (MP)
Subject: FW: INCORRECT DISEASE NAME USED - EDM NO. 260
Dear Mr. Taylor

I am now writing to you again to express considerable distress over a situation that does not seem to be resolving itself.

Over the issue outlined in my email to you dated 14th June below, I have been liaising with your assistant Daniel.  Daniel has been attempting to find an MP who will produce an Amendment to the EDM that, most unfortunately, uses the incorrect name for the disease Myalgic Encephalomyelitis.  The use of the term Encephalopathy goes contrary to the dicta of both the World Health Organisation and the UK government, as you know and therefore it is urgent that an Amendment be made. 

Despite contacting your assistant Daniel over this issue on a most regular basis, who indeed most kindly tells me that he is working hard to achieve the objective, not one MP seems to be able to be found to make the required Amendment and yet MPs are signing up to your EDM that uses incorrect disease terminology on a daily basis.   I am now under considerable pressure worldwide to publish material on this issue since  this matter seems to have gone on unresolved for some time now.

 

Please would you help us Mr. Taylor and make this matter a priority if you possibly can?  The pressure at my end from the ME/CFS community is becoming great, as I have previously stated.   I am not sure for how much longer I can keep a lid on this thing when no resolution appears to be in sight as I write and because so many MPs are signing up to the EDM, patients quite simply do not understand why producing an Amendment seems to be such a difficult task.   

Many thanks and regards

Jane Bryant

Director

THE ONE CLICK GROUP



From: The One Click Group [mailto:mail@theoneclickgroup.co.uk] 
Sent: 14 June 2005 18:14
To: ''
Subject: INCORRECT DISEASE NAME USED - EDM NO. 260
Dear Mr. Taylor

I run One Click, the international pressure group for ME/CFS patients.  I am the Mother of a child who has been severely ill and disabled from ME since the age of ten. He is now fourteen and his once young and thriving life has been ruined by this disease, as has mine.  

I cannot tell you how grateful we are to you for tabling EDM No. 260 SCIENTIFIC RESEARCH INTO MYALGIC ENCEPHALOPATHY 06.06.2005

 

We note that in your EDM, you are referring to the disease as Myalgic Encephalopathy.  In fact Mr. Taylor, you have been given the wrong name for this disease. The name of this disease is Myalgic Encephalomyelitis as stated by the World Health Organisation and the UK government, NOT Myalgic Encephalopathy.

For verification of what I am writing to you, please see Health Minister Lord Warner's statement below that clearly states that the name of the disease Myalgic Encephalomyelitis is the one to be used in the United Kingdom.

See Lord Warner in Hansard here:

http://www.publications.parliament.uk/pa/ld199697/ldhansrd/pdvn/lds04/text/40311w05.htm
11 Mar 2004 : Column WA200

Using the correct names of diseases matters very much Mr. Taylor for the sake of accuracy and correct terminology.  Colleagues of yours such Mr. Andrew Rosindell (Romford) have also posed questions regarding this disease in the Commons and he uses the correct and proper name - Myalgic Encephalomyelitis, as do other MPs.  
Is there any way that you can make a correction to the title of your EDM please Mr. Taylor so that the incorrect usage of the term Encephalopathy for the disease Myalgic Encephalomyelitis does not appear against your name in the parliamentary records?   This may sound trivial to you, but this matters to many, many patients right around the country.  We have fought hard for recognition and acceptance of the World Health Organisation classification of the neurological disorder Myalgic Encephalomyelitis ICD-10 G93.3 and the UK government has accepted this.

I do hope that you will be able to help us and thank you very much indeed for the work that you have already done on our behalf.   It is greatly, greatly appreciated by us all.  

With kind regards

Yours sincerely

Jane Bryant

Director

THE ONE CLICK GROUP (Pressure group for ME/CFS (ICD-10 G93.3 sufferers)
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