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Answers to questions raised on the Action for M.E. facebook page, 
October 2009. 
 
Questions/claims and responses are given under subject headings to make 
them easier to find and follow. 
 
The subject headings are: 
 
1. CBT/GET and the NICE guideline – p2 
 
2. Conspiracy theory: “collaboration with the psychiatric lobby” - p6 
 
3. PACE trial – p9 
 
4. NHS Collaborative conference – p12 
 
5. How Action for M.E. is funded – p13 
 
6. Action for M.E. and biological research – p14 
 
7. Membership and AGMs – p17 
 
8.  Campaigning for recognition of the illness – p19 
 
9. What are we doing about welfare benefits? – p20 
 
10. “It’s all lies and spin” – p23 
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1. GET and the NICE guideline 
 
Question: “WHAT DOES THE AfME MEDICAL ADVISOR THINK OF THIS 
STUDY SHOWING GRADED EXERCISE DOESN'T HAVE ANY BENEFITS 
FOR ME/CFS PATIENTS?” 
(copy and paste full link into your browser) 
http://www.ncbi.nlm.nih.gov/pubmed/15745455?ordinalpos=1&itool=EntrezSy
stem2.PEntrez.Pubmed.Pubmed_ResultsPanel.Pubmed_DiscoveryPanel.Pub
med_Discovery_RA&linkpos=3&log$=relatedarticles&logdbfrom=pubmed 
 
Action for M.E. 
We are very concerned by over-emphasis on GET in the NICE guidelines and 
have said so repeatedly since our original statement on the NICE guideline 
(see http://www.afme.org.uk/news.asp?newsid=336)  
 
As there are studies for and against GET, we ask people with M.E. about their 
experiences ourselves. 
 
In 2008 we surveyed 2763 people with M.E. and one of the questions we 
asked was had they tried various treatments, including GET, in the past three 
years. Of those who responded: 
http://www.afme.org.uk/news.asp?newsid=355 
 
45% said they found it helpful, compared to 34% in our survey in 2002. 
34% said that it had made them worse, compared to 50% in 2002. 
21% (16%) said it made no difference, compared to 16% in 2002. 
 
A 2009 survey by the ME Association said 22% felt their symptoms were 
improved by GET, 56% said it had made them slightly or much worse and 
21% reported no change. 
 
Our CEO, Sir Peter Spencer, has told the Royal Society of Medicine: “We 
shall be pressing hard for better safeguards to be introduced whenever this 
treatment is undertaken, including an explicit requirement for the risks 
involved to be clearly explained in advance to the patient, who must have a 
comprehensive understanding of what is involved before giving his or her 
consent.”  
 
 
Question: “DO YOU STILL BACK THE NICE GUIDELINES OR DO YOU 
FEEL GRADED EXERCISE SHOULD BE BINNED?!” 
 
Action for M.E. 
We support those aspects of the guideline which will drive forward 
improvements in the NHS (see below) – but we are also concerned about 
GET. 
 
With regards to GET, Sir Peter Spencer, told the Royal Society of Medicine: “I 
have some serious reservations about the way in which the principles of 
evidence based medicine have been applied in the production of some 
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recently published guidelines. The approach is inconsistent with the National 
Service Framework for Long Term Conditions, which states: ‘Randomised 
controlled trials and other quantitative methodologies are not necessarily best 
suited to research questions involving long term outcomes, varied populations 
with complex needs and assessment of impact on quality of life rather than a 
cure’.” 
 
Although we are concerned by over-emphasis on GET in the NICE guidelines, 
we support the fact that the guideline says: 
 
● healthcare professionals should “acknowledge the reality and impact of 

the illness and its symptoms” which “can be as disabling as multiple 
sclerosis, systemic lupus erythematosus, rheumatoid arthritis, 
congestive heart failure and other chronic conditions.”  

 
Those words are useful weapons in the fight to get the Department for 
Work and Pensions (DWP) to accept the seriousness of M.E. They 
should also encourage GPs to take M.E. more seriously and to 
diagnose the illness sooner.  

 
● “Shared decision-making between the person with CFS/ME and 

healthcare professionals should take place during diagnosis and all 
phases of care.” 

 
● “Healthcare professionals should be aware that – like all people 

receiving care in the NHS – people with CFS/ME have the right to 
refuse or withdraw from any component of their care plan without this 
affecting other aspects of their care, or future choices about care.” 

 
● “Healthcare professionals should recognise that the person with 

CFS/ME is in charge of the aims and goals of the overall management 
plan. The pace of progression throughout the course of any 
intervention should be mutually agreed.” 

 
● “Healthcare professionals should provide diagnostic and therapeutic 

options to people with CFS/ME in ways that are suitable for the 
individual person.  

 
● Healthcare professionals responsible for caring for people with 

CFS/ME should have appropriate skills and expertise in the condition.  
  
These statements provide an opportunity to drive forward improvements in 
services for people with M.E. 
 
NICE is not going to bin its own guideline but it will amend it through the 
review process, so that is where our campaign activity is focused.  The 
expected review date is August 2010. 
 



 4 

We will continue our campaign for change through our election manifesto 
(which will go up on our website for consultation shortly) and in the knowledge 
that the guideline is due for review. 
 
 
Question: “AfME have been facilitating the development of GP 
guidelines in Scotland, which draw heavily on the Canadian guidelines. 
These Scottish guidelines criticise the scientific standard of the CBT & 
Graded Exercise RCT's that NICE used to make their ME/CFS guidelines 
but yet on your website you describe them as being of gold standard - 
could you please clarify were you stand in opinion on these RCT's?” 
  
Action for M.E. 
Randomised Controlled Trials (RCTs) are regarded as the current gold 
standard - see http://www.mrc.ac.uk/Newspublications/News/MRC004872  
 
For this reason, we welcomed the PACE trial as the first RCT to evaluate 
pacing against other exercise and behavioural-led approaches currently used 
in the care of people with M.E. 
 
However, nothing is perfect and as with anything else, RCTs have their 
limitations.  
 
As we have pointed out - most recently at the recent APPG NHS inquiry (April 
09) - the 2005 National Service Framework for Long Term Conditions says 
that “RCTs and other quantitative methods are not necessarily best suited to 
research questions involving long term outcome, varied populations with 
complex needs and assessment of impact on quality of life rather than a cure.” 
http://www.afme.org.uk/res/img/resources/APPG%20inquiry%20day%201.pdf 
  
Interestingly, Professor Sir Michael Rawlins, Chair of NICE, has questioned 
the high value put on RCTs, too. 
(copy and paste full link into your browser)  
http://www.afme.org.uk/res/img/resources/Sir%20Michael%20Rawlins%20NIC
E%20on%20probs%20with%20RCTs.pdf 
  
In our view, more account needs to be taken of patient reported outcomes 
(PROMS) and we're campaigning on that basis.  
  
NB. the Scottish guidelines are still going through scientific peer review and 
have not been published yet. 
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Question: “If the necessary funds for this Judicial Review are not 
collected who is to blame? A charity pulling in £1 million/year, who 
would not give 1-2 % of its income to support a legal challenge that has 
the power to really place a ‘landmark in the mainstreaming of M.E. as a 
legitimate illness.” 
 
Action for M.E. 
Some campaigners hope that legal proceedings will lead to the withdrawal of 
the NICE guideline.  
 
Although we share their concerns over CBT and particularly GET, we do not 
think a court will rule against NICE.  
 
Our income is already allocated to our own research projects, information 
services, support lines and campaigning. 
 
One legal challenge against NICE has already been overturned – see:  
(copy and paste full link into your browser)  
http://www.afme.org.uk/res/img/resources/NICE%20review%20Approved%20j
udgment_103969121_1.pdf 
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2. Conspiracy theory: “collaboration with the psychiatric lobby” 
 
Claim: “AfME support SIMON WESSLEY and the psychologists who 
have been responsible for countless sectionings, imprisonings and even 
deaths of people with ME like Sophia Mirza.” 
 
Action for M.E. 
This statement is grossly misleading.  
 
We cannot speak for Professor Wessely, as we are not in direct contact with 
him, but Action for M.E. absolutely does not support the sectioning or 
imprisonment of anyone with M.E., or condone it in any way. 
 
The death of Sophia Mirza was tragic and unnecessary. She died in 2005 of 
acute renal failure due to dehydration, after long illness with severe M.E. 
 
We do support the PACE trial in which Professor Wessely – and a range of 
other researchers and clinicians – are involved (see p 9) but we do not 
support a view that M.E. is a psychiatric illness.  
 
We support the WHO definition of M.E. as a neurological illness.  
 
Action for M.E. is currently funding two research pilot projects, one which 
looks at the feasibility of a post mortem tissue bank (for researching the 
causes of the illness) and one which looks at establishing a national outcomes 
database (primarily for research into treatments and diagnosis but with 
potential to support genetic research, because of the large numbers of patient 
records involved).  
See: http://www.afme.org.uk/news.asp?newsid=369 
 
We support the call for more biological research and are working with the 
Medical Research Council’s CFS/ME research group, which is holding a 
professional workshop in November to look at autonomic dysfunction and 
cardiovascular abnormalities; clinical phenotyping of adults and of children; 
epidemiology of adults and children; fatigue including muscle, central nervous 
system and peripheral aspects; immune disregulation; infection and injury 
triggers; neuroendocrinology; neuroimaging; neuropsychology including 
cognitive dysfunction; new technological platforms including genome wide 
association studies and proteonics; pain; sleep pathology; and social and 
behavioural aspects. 
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Claim: “If anyone has any doubts about Sir Peter and AFME's 
collaboration with the Psychiatric lobby then they just need to read the 
contribution to the British Medical Journal that he co-authored with 
Peter White. One of the AFME Trustees was also a co-author. September 
2007. Chronic fatigue syndrome or myalgic encephalomyelitis - NICE 
guidelines pave the way forward for patients and doctors.“ 
 
Action for M.E.  
There is no sinister “collaboration with the psychiatric lobby.” 
 
We worked with Professor White on this article because we both support the 
NICE guideline despite some reservations on our part (see NICE GUIDELINE 
p 2).  
 
That does not mean we agree with everything he says or believes. 
 
Action for M.E. supports the WHO definition of M.E. as a neurological illness 
and we have nothing to gain by promoting a psychiatric view of M.E. 
 
 
Question: “AfME … to further psychologise the physical illness ME to 
the detriment of all sufferers… If there is no aetiological research, the 
only treatments available will continue to be APT/CBT/GET. Is this the 
intention?” 
 
Action for M.E. 
We do not “work… to further psychologise the physical illness ME to the 
detriment of all sufferers.”  
 
Why on earth would we?  
 
There has been speculation about how we are funded which we refute (see p 
13). 
 
 
Claim: “http://www.meactionuk.org.uk/Whiter_than_white.htm claims that 
Psychiatrist Prof Peter White stated that ME was an abnormal illness 
belief following an interview on the BBCs series on ME. It also claims 
that he is affiliated with AfME and their trustee said that you had to work 
with the doctors. “ 
 
Action for M.E. 
If you look at the full BBC transcript at 
http://www.bbc.co.uk/radio4/youandyours/transcripts_2007_45_mon_03.shtml 
you see that what Ondine actually said was: “We've got to work with the 
doctors to find the solution while also listening to the people who have ME 
because they know what it's like everyday and it's quite possible that a lot of 
useful research in the future will come from actually patient surveys and 
finding that certain treatments have actually helped some people and then 
doing research into it, rather than starting with the doctors.”  
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She also said. “I think the main issue is that actually far too little money is 
being spent on research for such an incredibly serious illness. And absolutely 
I would echo we need more biomedical research but I think we need more 
research full stop. The cause is not understood, there are no treatments that 
have been fully investigated. We have a huge jigsaw of which most of the 
pieces are missing.” 
 
M.E. is a complex neurological illness which affects all body systems so 
Action for M.E. works with researchers and healthcare professionals from a 
range of disciplines.  
 
We sometimes work with Professor White but he has no special or official 
advisory role within Action for M.E. and to imply differently is misleading.  
 
Our regular medical adviser is consultant clinical immunologist, Professor 
Tony Pinching.  
 
 
Claim: “Despite the World Health Organisation's classification of ME as 
a neurological disease Prof Wessely says "I run a clinic for sufferers 
with chronic fatigue syndrome (CFS), sometimes also called myalgic 
encephalomyelitis (ME), and known to a previous generation of 
neurologists as ‘neurasthenia’ or ‘nerve weakness’." ignoring up-to-date 
biological research; which AFME is happy to go along with.” 
 
Action for M.E. 
We support the WHO definition of M.E. as a neurological illness.  
 
We regularly report up-to-date biological research, including the latest 
research from the States and we hope to do more through our new website 
next year. 
 
We have no power of censorship over Professor Wessley and we are not in 
direct contact with him.
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3. PACE trial 
 
Question: “Why does afme support the Wessley School's PACE and 
FINE trials?” 
 
Action for M.E.  
The PACE trial is looking at the effects of standardised specialist medical care 
(SSMC), pacing, cognitive behaviour therapy (CBT) and Graded Exercise 
Therapy (GET). (PACE = Pacing, Activity, Cognitive behavior therapy: a 
randomised Evaluation). 

The FINE trial is a nurse-led rehabilitation programme and GP care involving 
home-based primary care patients in the Manchester area. 

We support PACE because it is the first randomised controlled trial (RCT) to 
evaluate pacing against other exercise and behavioural-led approaches 
currently used in the care of people with M.E. 
http://www.afme.org.uk/news.asp?newsid=37. 
 
RCTs have their limitations but they are regarded by the medical research 
establishment as the ‘gold standard’ for research evidence (see p 4). 
 
Pacing is the technique which our surveys consistently tell us is the most 
effective and least harmful management approach. 
(copy and paste full link into your browser)  
http://www.afme.org.uk/res/img/resources/Survey%20Summary%20Report%2
02008.pdf 
 
A 2009 survey by the ME Association also found that pacing caused 
improvement in the greatest number of respondents. 
  
We would like to see pacing officially recognised by the NHS.  
 
Being associated with the PACE trial in this way does not mean we are 
“aligned with the Wessely School” more than any other discipline. We work 
with a range of scientists and clinicians.  
 
Action for M.E. is funding two research projects, one which looks at the 
feasibility of a post mortem tissue bank (for researching the causes of the 
illness) and one which looks at establishing a national outcomes database 
(primarily for research into treatments and diagnosis but with potential to 
support future genetic research, because of the large numbers of patient 
records involved).  
See: http://www.afme.org.uk/news.asp?newsid=369 
 
We are also a partner in the National Research Observatory, an alliance of 
researchers at the University of East Anglia, Hull-York Medical School and 
London School of Hygiene and Tropical Medicine who support the 
development of social and epidemiological research, thanks to a grant which 
Action for M.E. received from the Big Lottery Fund. 
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Claim: “AfME is receiving government money regarding trials of further 
psychosocial interventions.” 
 
Action for M.E. 
Not true. Like most other charities, including other M.E. charities, Action for 
M.E. applies to government departments, charitable trusts and companies for 
grants for different projects. Occasionally we are lucky enough to be 
successful – but we are not primarily government funded. 
 
The majority of our income comes from charitable trusts and companies, 
donations, appeals and subscriptions: as you can clearly see from our annual 
reports. See p 22, note 15 at: 
http://www.afme.org.uk/res/img/resources/2007-08%20Full%20Accounts.pdf 
 
Our Section 64 government grant ended in 2006. Our only current statutory 
funding comes from the Scottish Government for work in relation to the 
Scottish Statement of Good Practice. We receive contributions from some 
local PCTs who opt into the regional NHS M.E. support line. We 
received £500k from the Big Lottery Fund in 2006 to set up the ME Research 
Observatory for social and epidemiological research (see p 14). We received 
five payments of £862.40 from the PACE trial between 2004 and 2008. 
 
Claim: “You’re willing to support psychiatrists that don’t help our 
physical serious symptoms which by the way affects all our organs.” 
 
Action for M.E. response 
We work with researchers and medics from across all disciplines who are 
interested in helping people with M.E. 
 
This claim is linked to our support of the PACE trial, which we support 
because our surveys consistently show that pacing is the most helpful energy 
management strategy for people with M.E.  
 
We fund biomedical research and we support the World Health Organisation’s 
classification of M.E. as a neurological illness.  
 
We are working with the Medical Research Council to encourage multi-
disciplinary research into the biology of the illness – and we are funding the 
feasibility study for a post mortem tissue bank (for researching the causes of 
the illness) and a national outcomes database (primarily for research into 
treatments and diagnosis but with potential to support future genetic research, 
because of the large numbers of patient records involved).  
 
There is patient involvement in the steering groups of both of these research 
projects. The ME Association is represented on the steering group for the 
tissue bank study, as well as the National Research Observatory.  
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The M.E. Observatory is an alliance of researchers at the University of East 
Anglia, Hull-York Medical School and London School of Hygiene and Tropical 
Medicine who support the development of social and epidemiological 
research, thanks to a grant which Action for M.E. received from the Big Lottery 
Fund. 
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4. NHS Collaborative conference 
 
Claim: “AfME was involved in Collaborative Conferences in Milton 
Keynes. Speakers at were almost all members of the psychiatric lobby.” 
 
Action for M.E. 
The Conference is organised by healthcare professionals from the NHS 
CFS/ME Collaborative for fellow NHS health care professionals. The charity 
does not have power of veto over speakers and association with the 
conference does not mean that we support all the views expressed. 
 
In 2007, the event gave Action for M.E. an opportunity to monitor 
developments across the NHS specialist clinics, to represent the views and 
experiences of people with M.E. collected through surveys and 
correspondence and to increase our understanding of the financial 
sustainability of multi-disciplinary services in different areas after ring-fenced 
funding ceased. 
 
See: http://www.afme.org.uk/news.asp?newsid=333 

In 2009, we were delighted when the Collaborative invited one of our 
nominated speakers, Professor Stephen Holgate, MRC Research Professor of 
Immunopharmacology, Southampton University as he is chairing the newly-
formed research group on M.E. on behalf of the Medical Research Council. 

Sir Peter Spencer used the conference as an opportunity to demonstrate the 
online web-based directory of health, welfare and other services for people 
with M.E., which has been developed by the M.E. Research Observatory, 
funded by the Big Lottery Fund. 

http://www.afme.org.uk/news.asp?newsid=485 
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5. How Action for M.E. is funded 
 
Claim: “AfME are up to their eyeballs in Government and psychiatry 
funds and grants. They are like puppet!” 
 
Action for M.E. response 
This is not true. We are not primarily government funded, receive no 
psychiatry funds and we are no-one’s puppet! 
 
Like all charities, Action for M.E. applies to government departments, 
charitable trusts and companies for grants for different projects.  
 
Occasionally we are lucky enough to be successful – but the majority of our 
income comes from charitable trusts and companies, donations, appeals and 
subscriptions: as you can clearly see from our annual reports. See 
http://www.afme.org.uk/res/img/resources/2007-08%20Full%20Accounts.pdf 
 
 
Question: “Are you backing things which bring money in regardless of 
whether they are right for our illness or not?” 
 
Action for M.E.  
No.  
 
 
Claim: “AfME are a Government funded charity and their trustees are 
paid salaries.”  
  
Action for M.E. 
This claim is misleading and untrue.  
 
Most of our funding comes from non-government sources and all our trustees 
are volunteers - none of them get a salary. The Charity Commission does not 
allow trustees to be paid. 
 
See the breakdown of our accounts on p 22, note 15 at: 
http://www.afme.org.uk/res/img/resources/2007-08%20Full%20Accounts.pdf 
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6. Action for M.E. and biological research 
 
Claim: “They (Action for M.E.) put our money towards research which is 
falsely designed to show that we are mentally ill. They take OUR MONEY 
and use it to HARM US! They have NEVER supported or funded 
biomedical research.” 
 
Action for M.E. 
This is blatantly untrue. 
 
All our activities - campaigning, information services, support lines, facebook - 
are focused on SUPPORTING people with M.E. 
 
We are led by a Board of trustees, all bar two of whom have M.E., have had 
M.E. or are the parents/partners of people who have M.E.  
 
We do not support research which sets out to show that people are mentally 
ill.  
 
We are currently funding two research pilot projects: 
 
- a post mortem tissue bank (for researching the causes of the illness) 
  
- a national outcomes database (primarily for research into treatments 

and diagnosis but with potential to support future genetic research, 
because of the large numbers of patient records involved).  

 
Both are funded by individuals’ donations. See: 
http://www.afme.org.uk/news.asp?newsid=369 
 
We provide regular updates on research in our magazine and online, and 
hope our new website, due next year, will provide even more.  
 
We regularly call for more research into the biology of the illness and are 
working with the Medical Research Council’s CFS/ME research group, which 
is holding a professional workshop in November to look at autonomic 
dysfunction and cardiovascular abnormalities; clinical phenotyping of adults 
and of children; epidemiology of adults and children; fatigue including muscle, 
central nervous system and peripheral aspects; immune disregulation; 
infection and injury triggers; neuroendocrinology; neuroimaging; 
neuropsychology including cognitive dysfunction; new technological platforms 
including genome wide association studies and proteonics; pain; and sleep 
pathology, as well as social and behavioural aspects. 
 
We are also a partner in the National Research Observatory, an alliance of 
researchers at the University of East Anglia, Hull-York Medical School and 
London School of Hygiene and Tropical Medicine who support the 
development of social and epidemiological research, thanks to a grant which 
Action for M.E. received from the Big Lottery Fund. 
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Claim: “Really good charities to think about giving donations to would 
be: Invest in ME, CFS Research Foundation (Jonathan Kerr's gene work) 
and MERUK… I doubt any of these links have ever been in the AfME 
publications - they wouldn't really want you to know about it - for 
obvious reasons!” 
 
Action for M.E. 
MERUK has a regular column in our magazine, InterAction. We report on 
Invest in ME and MERUK conferences, as well as the IACFS international 
conference held in Reno.  
 
We and others suggested Dr Kerr’s name to BBC Radio 4 for their 2007 You 
and Yours series, reporting the subsequent interview in full in our magazine in 
May 2008 and he was most recently quoted in our Daily Press Summary in 
June this year. 
 
Claim: “(AfME) have also used their influence to block all funding for 
biological research by the Medical Research Council like the promising 
Genetic work of Dr Kerr who has found 5 drugs now that he says will 
help ME patients!” 
 
Action for M.E. 
We have not blocked MRC funding for biological research. We have no say in 
the MRC application process.  
 
We are working with the MRC to encourage more biological research, as well 
as funding our own tissue bank study (see above). 
 
 
Claim: “The leaders of AFME have also never attended a biomedical 
research conference for example the leading gold standard set by the 
charity Invest in ME.”  
 
Action for M.E. 
This year’s Invest in ME (IiME) conference was attended by two Action for 
M.E. staff, a trustee and a former trustee. We also attended last year’s IiME 
conference and the last ME Research UK conference, held in Edinburgh. 
 
 
Question: “WHAT I'D LIKE TO KNOW IS… How come that Invest In ME 
(IinME) have, in there relatively short existence, managed to organise 
several high-class, world-class, ME conferences involving many of the 
most distinguished ME experts in the w...hole World, when AfME have in 
there own very long (sadly) existence not achieved anything near as 
good?” 
 
Action for M.E. 
As IiME and MERUK already organise large public conferences, rather than 
duplicate, we have been working with the MRC to organise small multi-
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disciplinary workshops for researchers and clinicians. The last one was held in 
2006 (to see the report, copy and paste the following full link into your browser 
http://www.afme.org.uk/res/img/resources/M.E.%20Research%20Summit%20
Report%20FINAL.pdf) and the next, which also involves the ME Association 
and hopefully, ME Research UK, is planned for November 2009. 
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7. Membership and AGMs 
 
Claim: “Your website says: "For just £15 a year UK membership of 
Action for M.E. will mean you can add your voice to the campaign and 
be a force for change." But with afme you have no voice as you are 
excluded from AGMs.” 
 
Action for M.E.  
As the website also says: "Members of the Action for M.E. organisation are 
not members of Action for M.E. as a company law matter.  As a consequence, 
members of the organisation do not have voting powers or legal responsibility 
as company members of Action for M.E. The trustees are the members of 
Action for M.E. as a company law matter and are also its Council members 
(as that term is defined in the articles of association of Action for M.E.)."  
  
This is a historical issue, which dates back to the way the charity was set up.  
 
It is subject to regular review by the trustees. 
 
So far, only a tiny proportion of our 7000 members have expressed a wish to 
attend an AGM. Most are not well enough. 
 
Policies are not decided at the AGM, but throughout the year.  
 
Future policies will be drafted by the policy group, a committee of trustees 
supported by the CEO and the new policy officer. Our new website should 
offer greater opportunities for consultation. 
 
Already, thousands more have had their voices heard through our 
consultations than would ever be well enough to attend an AGM. 
 
The development of our new website will increase the number of voices which 
will be heard. 
 
Minutes of AGMs are posted on our website. See 
http://www.afme.org.uk/aboutus.asp?table=contenttypetwo&id=31 
 
 
Question: 
“http://www.afme.org.uk/res/img/resources/Group%20Survey%20Lesley
%20Cooper.pdf - I was directed to this research because of my proposed 
dissertation topic. It shows that AfME are quite aware of what the views 
of people with ME are as they partly funded this research. Why then 
ignore most of them?” 
 
Action for M.E. 
Dr Lesley Cooper’s report says that the issues that people with M.E. were 
most concerned about in 2000 were research into treatment, the aetiology 
(causes) of the illness and diagnosis. Diagnosis and the psychological versus 
physical debate were also seen as primary concerns. 
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Action for M.E. is funding two research pilot projects, one which looks at the 
feasibility of a post mortem tissue bank (for researching the causes of the 
illness) and one which looks at establishing a national outcomes database 
(primarily for research into treatments and diagnosis but with potential to 
support future genetic research, because of the large numbers of patient 
records involved). 
 
We support the WHO definition of M.E. as a neurological illness but more hard 
research evidence is required by the medical and research establishment 
before the psychological v physical debate will be resolved.  
 
The recent results from the Whittemore Peterson Institute are very promising 
and could be a significant step in the right direction, once they have been 
independently verified.  
http://www.afme.org.uk/news.asp?newsid=649 
 
We regularly consult with people with M.E. about their views and hope to do 
more with our new website, planned for next year.  
 
For more recent findings on eg. GPs’ attitudes to M.E., welfare benefits etc, 
see our consultation survey reports, “M.E. 2008: What progress?” and “No-
one written off.” 
 
(copy and paste full links into your browser)  
http://www.afme.org.uk/res/img/resources/Survey%20Summary%20Report%2
02008.pdf 
 
http://www.afme.org.uk/res/img/resources/No%20one%20written%20off%20c
onsultation%20report%2008%20FINAL.pdf 
 
Our survey on care, including AA/DLA, will be posted on our website shortly, 
as will our draft election manifesto for consultation. 
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8. Recognition of the illness 
 
Comment: “Personally, I feel that if AFME is the UK's leading charity 
dedicated to improving the lives of people with M.E. then it should bear 
some responsibility for how people with M.E. are misunderstood and 
treated by the wider community. They have not got the message out that 
M.E. is real and people with M.E. should be treated equally and with respect. 
Even members of the medical profession do not know the real problems 
people with M.E. face day in and day out. AFME, I feel, is failing if this lack of 
understanding continues. People now understand AIDS and schizophenia, but 
they do not understand M.E. If that is political, I am sorry; but I am also sorry 
for all who have to put up with derogatory remarks, such as "lose some 
weight" "you can get well if you want to" etc. I just had to get that off my 
chest.” 
 
Action for M.E. response: 
Yes, recognition of M.E. is still a big issue and will be the leading issue in our 
manifesto for the general election.  
 
To be fair, we have done some of the biggest awareness raising campaigns in 
the M.E. community – eg this year’s M.E. Awareness media campaign 
resulted in 105 press clippings - and the More Than You Know campaign 
http://www.afme.org.uk/news.asp?newsid=151. But we don’t have the money 
for a national and sustained advertising campaign like the Government’s AIDS 
or mental health campaigns, or those of the big mainstream charities.  
 
That said, attitudes to M.E. are changing and our campaigns and those of 
other charities, support groups and individuals, have all played a part in that. 
We all keep plugging away at the press, as can be seen in the Daily Press 
Summary on our home page, www.afme.org.uk 
 
The fight for recognition and understanding will go on until research comes up 
with definitive answers. Replication of the XMRV research 
(http://www.afme.org.uk/news.asp?newsid=649) can’t come soon enough. 
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9. What are we doing about welfare benefits? 
 
Question: “I have been on the receiving end of one of the DWP medicals 
and have the report filed away full of the lies he supposed about me. 
This is very very worrying for those with fluctuating illnesses. Wonder 
what AfME will say about this in consideration of what has come to light 
the past few days!!!!” 
 
Action for M.E. 
The DWP does not know how to assess people with fluctuating conditions and 
relies far too heavily on the appeals process. 
 
The current economic climate and drive to cut benefits makes the situation all 
the worse. 
 
We have: 
 

- drawn attention to the problems of unfair assessments which we 
believe constitutes institutionalised discrimination within the DWP 
(see http://www.afme.org.uk/news.asp?newsid=379) 

 
- successfully lobbied through the Chair for the Secretary of State to 

attend the APPG to face questions (see 
http://www.afme.org.uk/news.asp?newsid=372 and 
http://www.afme.org.uk/news.asp?newsid=657 ) 

 
- held meetings with senior DWP representatives to lobby for better 

understanding of M.E. amongst their policy makers and 
practitioners and for fairer assessment procedures for people with 
M.E. 

 
- supported the Countess of Mar in her campaign for change (as 

reported in InterAction). 
 
Our latest consultation survey on care, which included questions about DLA 
and AA, will be posted on our website shortly. 
 
For our previous consultation survey on welfare reform, see: 
(copy and paste full link into your browser)  
http://www.afme.org.uk/res/img/resources/No%20one%20written%20off%20c
onsultation%20report%2008%20FINAL.pdf 
 
 
Question: “Why do people with ME have to fight so hard for ESA. Just 
had another phone call from one of my members and he is really ill and 
now he is having to appeal for his ESA. this is wrong! For 20 years we 
have been telling the powers that be that we are not malingerers. There 
is research going back years that M.E. is a real disease, why has it not 
filtered down to the DWP? Who has stopped the message getting 
through? Why didn’t the charities know?” 
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Action for M.E. 
The Department for Work and Pensions (DWP) is focused on cutting the 
benefits bill and unfortunately, in this economic climate, the opposition parties 
agree with them. 
 
Action for M.E., the MEA and other charities and support groups campaigned 
against the latest welfare reforms, as outlined above.  
 
It is still early days for Employment and Support Allowance (ESA) - we are still 
collecting people’s experiences.  
 
The DWP have released figures ((copy and paste full link into your browser)  
http://www.dwp.gov.uk/newsroom/press-releases/2009/october-2009/dwp043-
09-131009.shtml?dm_i=1HO,27SH,30YAP,75GL,1) showing how many 
people successfully applied for Employment and Support Allowance 
(ESA) between October and February.  
 
Campaigning website, Benefits and Work has told its members that only 5% 
made it into the Support Group (for people who are too severely ill or disabled 
to undertake any form of work-related activity), half the number that the DWP 
said would be eligible when ESA was introduced - and that while stories of 
90% of claimants failing to get ESA appear to be untrue, around 70% who are 
assessed are turned down. 
 
Our CEO, Sir Peter Spencer, said recently:  
 
“Action for M.E. is increasingly concerned by telephone calls from people with 
M.E. who are in distress following the new assessments being carried out 
behalf of the Department for Work and Pensions. 
 
“The NHS recognises that M.E. can be disabling as multiple sclerosis, lupus, 
rheumatoid arthritis, congestive heart failure and other chronic conditions. Is 
the DWP choosing to ignore medical guidelines in a ruthless bid to slash the 
benefits budget? 
 
“The Work Capability Assessment is a long and tiring process for people who 
are ill. It is complicated and hard to understand. The criteria used fail to 
recognise fundamental characteristics of fluctuating physical symptoms.  
 
“We call upon Yvette Cooper as Secretary of State for Work and Pensions to 
take immediate action to eradicate this unfair and in our view unlawful 
discrimination against people who are genuinely entitled to state help when 
they are at their most vulnerable.”  
 
If you are applying for ESA, download our free ESA factsheet:  
(copy and paste full link into your browser)  
http://www.afme.org.uk/res/img/resources/ESA%20JAN%2009%20with%20lo
go.pdf 
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- or call our Welfare Adviser, Sarah Lawrence, on 0845 122 8648. The line is 
open: 
 
Monday:        1pm - 5pm 
Tuesday:       9.30am - 12.30pm & 3.15pm - 6.45pm 
Wednesday: 1.30pm - 4.30pm 
Thursday:      9.30am - 1pm  
Friday:           Closed 
 
(Excluding bank holidays).  
 
 
If you have applied for ESA, please tell us your story. E-mail: 
tristana.rodriguez@afme.org.uk 
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10. “It’s all lies and spin” 
 
Claim: “AfME are all part of the spin with the Government Graded 
Exercise & CBT is all we need and we will be back to work in 6 months!” 
 
Action for M.E. 
Simply not true. We have campaigned against over-emphasis on CBT and 
GET in the NICE guidelines and our campaign on welfare reform clearly calls 
for better understanding and more support for people with M.E. by the DWP. 
 
See (copy and paste full links into your browser):  
  
http://www.afme.org.uk/news.asp?newsid=355 
 
http://www.afme.org.uk/res/img/resources/No%20one%20written%20off%20c
onsultation%20report%2008%20FINAL.pdf 
 
http://www.afme.org.uk/res/img/resources/IA%2064%20RSM%20conference
%20p%206.pdf  
 
http://www.afme.org.uk/news.asp?newsid=336 
 
 
Question: “Why on the left hand side of this page you quote as saying 
‘UK's leading charity dedicated to improving the lives of people with 
M.E.’, when it's not a competition - none of us are interested in whether 
you’re the leading charity or not.” 
 
Action for M.E. response 
We say we are the UK’s leading M.E. charity because we have more 
members than other M.E. charities. We have 7000 members. The bigger a 
charity is, the more it can do for its supporters. Some people do want to know 
this. 
 
 
Claim: “There are countless more complaints (about Action for M.E.) and 
articles out there for those who have the time to look!” 
http://www.theoneclickgroup.co.uk 
http://www.meactionuk.org.uk 
http://www.foggyfriends.org 
 
 
Action for M.E. 
By posting these links you have given people the opportunity to read for 
themselves and to make their own minds up. 
  
When they look at these links, they'll ask themselves, is this really likely? 
Surely there is another side to this conspiracy theory? 
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Anyone can publish anything they like on the web, that doesn't make it true. 
(http://en.wikipedia.org/wiki/Spaghetti_tree) 
 
 
Question: “If you are dedicated to improving the lives of people then 
why are so many of us upset and angered by who you have on board 
with you and why don’t you support bio research amongst other things 
that we’ve all spoken about on here that don’t add up.” 
 
Action for M.E.  
We do support biological research. We are funding the feasibility study for the 
post-mortem tissue bank, as well as a national outcomes database which 
could eventually help genetic research as well as research into treatment 
outcomes and diagnosis rates. 
 
I don’t blame people for being angry and upset when they read cleverly 
written, one-sided articles by people with opposing views. Why shouldn’t the 
reader believe they are true? But their ‘truth’ is part-fact, part-speculation 
which leads to angry accusation, all taken out of the context of everything else 
we do. If we respond, they say it’s ‘just spin’. And if we don’t, we’re guilty by 
default. So we can’t win. 
 
For example: 
 
Claim: “I think the trouble is that AfME are rather like the Burgess, Philby and 
Maclean of the ME world. They are the traitors out in full view. Their 
persuasiveness keeps people rooting for them even whilst those very people 
are being stabbed in the back. They are the only ME Charity in this country to 
be given Government money and they are the mouthpiece for the 
Government spin which is the psychosocial mantra of the Wessely School. 
The Gov't probably couldn't care two hoots about Wessely et al themselves. 
but they are useful becuase they help to structure the notion of what ME is: an 
abberent illness belief - ie the only reason you have ME is because you think 
you do. They have links to the DWP and to the insurance companies that pay 
out (or rather don;t pay out) if you have to give up work as a result of ME. If 
the Gov't can say that we are mentally ill - which is what Wessely et al believe 
and so do AfME by default of supporting that paradigm, then they don’t have 
to pay up anyhting like as much in benefits as they would if we were deemed 
disabled by a severe and chronic neurological illness. AfME is a government 
puppet - they are NOT helping anyone - but they are pretty good at being 
bland and spinning well that most of their 'members' don’t actually ever realise 
this! They will never answer questions which are difficult for them - I know 
umpteem individuals who have tried to illicit the truth from them - it just isn't 
forthcoming.” 
 
Action for M.E. 
 
1. As a charity run by people with M.E., we have nothing to gain by ‘stabbing 
people in the back.’ 
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2. We are not the only M.E. charity to have received government funding.  
 
3. The majority of our income comes not from government but from charitable 
trusts, community fundraisers, donations and subscriptions as can be seen in 
our annual reports: 
http://www.afme.org.uk/aboutus.asp?table=contenttypetwo&id=31  
 
3. We are not a mouthpiece for government spin. This is a conspiracy theory. 
 
4. We have no links with the insurance industry 
 
5. We do not believe or promote the idea that M.E. is a mental illness. We 
support the World Health Organisation of M.E. as a neurological illness 
 
6. We are funding research to identify the causes of M.E.  
 
7. We have been leading the campaign against the Department for Work and 
Pensions for reform of welfare benefits for people with M.E. 
 
8. Thousands of people have a voice in our policies through our consultation 
surveys. 
 
9. Our magazine, publications such as our pacing booklet and factsheets, our 
volunteer support helpline and our welfare advice helpline have all been 
described as lifelines by our members. 
 
 
 
  
 


