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Present 
 
Parliamentarians 
Dr Desmond Turner MP (Chair)  
Andrew Stunell MP (Vice Chair) 
Tony Wright MP (Vice Chair) 
Peter Luff MP 
Dr Brian Iddon MP 
Peter Bottomley MP 
Countess of Mar 
Mike O’Brien MP, Minister of State for Health 
 
Parliamentary office representatives 
Koyes Ahmed, office of Dr Turner MP 
Nick Osborne, office of Dr Turner MP 
Matthew Fogarty, Department of Health 
Trish O’Gorman, Department of Health 
 
Secretariat 
Sir Peter Spencer (Action for ME) 
Tristana Rodriguez (Action for ME) 
Charles Shepherd (MEA) 
 
Organisations and individuals 
Doris Jones, 25% ME Group 



Janice Kent, remember 
Bill Kent, remember 
Mary-Jane Willows, AYME 
Jill Cooper, Warwickshire Network for ME 
Jan Tayler, Kirklees Independent ME Support Group, The Nerve Centre 
Colin Parrat, Network MESH West London 
Dan Ward, ME Support Norfolk, Carer 
Paul Davis, RiME 
John Sayer, ME Support Norfolk/ Person with ME 
Augustine Ryan 
Ciaran Farrell, Person with ME 
Michelle Goldberg, Person with ME 
Nicky Zussman, Person with ME 
Laurence Swift, Person with ME 
Sandy Clarke, LTC DS Team 
 
Apologies: 
 
Parliamentarians:  
John Thurso MP, Tim Boswell MP, Jeremy Corbyn MP, Lord Puttnam, Sandra Gidley 
MP, Graham Brady MP, Bill Wiggin MP, David Drew MP, Ann Cryer MP, Dr Richard 
Taylor MP, Rudolph Vis MP, Russell Brown MP, Anne Begg MP, Jim Dobbin MP, David 
Drew MP, Jeremy Evans MP, Bill Etherington MP, Harry Cohen MP, Celia Barlow MP 
 
Non-parliamentarians: 
Suzy Chapman, Annette Barclay 
 
1. Welcome 

 The Chair welcomed all and a copy of the interim report of the APPG Inquiry on 
NHS service provision for people with ME was distributed amongst the group.  

 
 
2. APPG Inquiry on NHS service provision for people with ME 

The Chair explained that an interim report was being provided because the 
APPG had not been able to produce a full report due to the limited resources 
available. A full report will be published in due course. 
 
Because there had not been time to issue the interim report before the meeting, 
the Chair briefly summarised each of the the recommendations made in the 
interim report, explaining that these would remain unchanged when the main 
report was published.. 
 
Mike O’Brien MP, Minister of State, Department of Health was then invited to give 
his response to the report, followed by questions from the Group. 
 
Full details of the discussion are available in the meeting transcript. The points 



made by the Minister included: 
 
a) The 2002 report by the Chief Medical Officer (CMO) was a major turning point. 
For the first time a senior medical professional was saying that M.E. exists. 

 
b) The system has not responded adequately to the CMO report. 
 
 
c) The difficulty is that ME is diverse and tends to vary substantially amongst     
individuals. The system is not good at tailoring responses to individuals. There is 
also disagreement on the best treatment approach. 
 
d) The inquiry indicates that the problem of poor service provision is mostly at 
local level. These should be taken up at the local level with the PCTs concerned 
because decisions about allocation of resources have been delegated. 
 
e) Ministerial priorities were:  
 

i. Every person with M.E. should be offered the basic things recommended 
in the CMO report 

ii. Consensus among the medical profession about clinical pathways 
iii. Research and statistics 

 
f) The minister would be happy to write to the Medical Research Council 
highlighting the Inquiry’s concerns about the consequences of the lack of 
scientific research. 
 
g) This APPG Inquiry Report is so fundamentally obvious and sound that it will be 
seen as another milestone for CFS/M.E. That will require the CFS/M.E. groups to 
get behind the report and give it a strong push. 

 
Points which emerged in discussion that are covered in full by the transcript included: 
working within the Neurological Alliance; NHS failure to meet information requirements 
of M.E. patients; controversy over the Lightning process; need for services to be led by 
consultants; the low response rate to the inquiry questionnaire from PCTs; the need for 
ministers to press the MRC over more resources for research into M.E. 
 
3.        Minutes of October 2009 
 

Concerns about the amount of time available to read the minutes were 
discussed. 
 
Andrew Stunell stated that any issues that the group wanted to revisit could be 
raised again in future meetings, and moved to approve the minutes. 
 
The minutes were adopted as a true record. 



 
 
4.         APPG legacy paper 

 
The Chair asked the group for comments on the latest version of the paper which 
had been informed by responses to the earlier version. 
 
The meeting agreed to: 
 

    a)  Amend the phrase Mental Capacity Bill to Metal Capacity Act, as a matter of 
accuracy. 

  
 b) Invite written comments on the revised version of the Legacy Paper 

 
c)  Add the Legacy Paper to the Agenda for approval at the next meeting.  
 

 
 
 
 
 
5.          Matters arising 
 
             a) XMRV research 
 

i)  Dr Charles Shepherd gave a personal overview of the research findings to 
date and their significance, as discussed at a recent MRC workshop, along 
with a summary of ongoing replication studies. 

 
 ii)  The Chair advised that if the findings are replicated, it offers an avenue for 

finding an evidence-based approach for treating ME/CFS, which has not been 
there before, but that even if this is a case, it would take several years for a 
clinical treatment to emerge. 

 
 

b) Accessibility of APPG meeting venues 
 

i) Paul Davies commented that the group found Portcullis House more 
accessible than the Committee Rooms in the Palace of Westminster.  

 
ii) The Chair advised that Portcullis House has a number of fairly large rooms 

which are heavily booked, and a number of rooms which are too small for the 
purposes of the Group, hence the tendency to use the Committee Rooms. 

 

c) Welfare reform bill update 



A summary document was circulated among the Group. 
 
i)  Sir Peter Spencer moved to put on record the thanks of the group for the 
work that Lady Mar has put into the Bill at various He went on to say that patient 
groups are getting growing numbers of stories that are distressing and 
extremely worrying about the experiences of people with ME in the Welfare 
benefits system. 

 

ii) The Chair invited the Group to submit any evidence of this to the ME charities 
or to himself, so that this could be used to lobby the DWP to improve the 
system. 

                     
6.          Any other business 
 

a) Ciaran Farrell raised concerns about the efficacy of the Lightning Process.          
The Chair stated that the Lightning Process is not being endorsed. 

 
b) Jill Cooper commented that the CCRNC is metamorphosing into the British 
Association of CFS/ME—BACME. 

  
c) Michelle Goldberg commented that in relation to the Legacy Paper, Adult 
Protection could be included in addition to Child Protection. The Chair asked 
her to send a note to support this. 
 
d) The Chair confirmed that the APPG Inquiry would be made available on the  
APPG website. 

 
e) Mary Jane Willows thanked the Chair for the work done on behalf of children 
and young people. 

 

7.          Date of Next Meeting  

   February/early March 2010 – aim for February 
   
 

 
 
 
 
 
 
 
 
 
 



 
 
 
 
  

 


