
CROSS PARTY GROUP ON M.E. 
DRAFT MINUTES OF MEETING – 21st September 2011 
1.00 – 2.00pm 
COMMITTEE ROOM 4 
 
Present 
MSPs: Mary Fee MSP, Jim Eadie MSP, Siobhan McMahon MSP, Alex 
Fergusson MSP 
Non MSPs: Graeme Corbett (on behalf of Kezia Dugdale MSP), Denis Turner, 
Norma Turner, Dr Gregor Purdie, John McKnight, Miranda Brackenbury, Connie 
Nelson, Lesley Scott, Simon Lawrence, Helen Brownlie, Sarah Lawry, Joan Kerr, 
Nick Stroud, Andrew Gardner, Margaret Williams, Janet Graham, Euan 
MacPherson, Elizabeth Moncrieff, Ewan Dale, Peter Spencer, Jo Bluett, Rebecca 
Young, Jenny Young, Eilidh Kerr,Chris Welton, Liz Blackadder, Robert Frederick, 
Anne-Marie Kemp, Susan Webster 
 
Apologies: Alison Dunsire, Richard Zak, Helen Smith, Nancy McDonald 
 
1 Convenor’s welcome and introductions 
Mary Fee MSP welcomed everyone to the meeting and introductions round the 
table took place. 
 
2 Apologies 
Apologies were noted as above. 
 
3 Work plan and future meetings 
Future meetings 
Mary asked CPG members if lunch time meetings suited everyone.  This was 
agreed.  She then asked members if Tuesday or Wednesday meetings suited 
people best.  Members agreed that what suited the MSPs was of key importance 
and it was agreed that Tuesday meetings were preferred as there would be no 
business in the Chamber which could cut CPG meetings short. 
 
Work plan 
Mary stated that she wanted the CPG to have some really positive outcomes at 
the end of this parliamentary year.  She said it was an opportunity to look at how 
things could positively change in relation to diagnosis, treatment and the 
perception of the illness.  She said she would like to consider 3 or 4 subgroups to 
look at specific things and invite people along to meetings to seek their views. 
 
Mary went on to say that her husband has M.E. and she agrees that the public 
perception of the illness is very poor.  She would like to help promote awareness 
and reduce stigma.  Mary asked the CPG what they would like to see on the 
work plan. 
 



Miranda Brackenbury said many people were still having problems with their GPs 
even though the Scottish Good Practice Statement is now out.  She would like to 
see a benchmark for professionals. 
 
Jane Giakoumakis said that M.E. has been put together with a lot of other 
illnesses which leads to stigma.  Fatigue is just one symptom of M.E., as it is with 
M.S. 
 
Helen Brownlie said the official perception was a problem as well as the public 
perception.  She said the 25% Group has carried out a consultation exercise 
which they will report on at the next meeting.  The consultation will include asking 
people what MSPs can do to help.   
 
Anne-Marie Kemp highlighted recent negative press in the media and drew 
attention to secret information to be held in the National Archive until 2070.  
Further discussion on this followed.  Euan MacPherson noted that one file related 
to the MRC and the other to the DWP. 
 
Margaret Williams stated that the public and medical people don’t understand 
M.E.  She said the medical establishment must be educated.   
 
Sarah Lawry said the new International Consensus Criteria must be used and 
promoted in Scotland.  A copy was passed to the MSPs. 
 
Mary went on to ask what were the key things the CPG wanted to focus on?  
Educating medical professionals and teaching medical students was suggested. 
Connie Nelson said she thought every MSP should have a copy of the 
International Consensus Criteria and ask them to ask questions of the 
Government.  Mary said the MSPs can raise questions or motions.  She asked 
how many things we want to look at for example the SGPS, Needs Assessment 
and research.  Miranda Brackenbury asked how many meetings would take 
place.  It was agreed there would be approximately 5 meetings.  Mary went on to 
say she would like the next meeting to have specific headings - the first meeting 
was really about ideas and what we do next.   
 
Jo Bluett said that education of the public and medical professionals was 
essential.  She said people with M.E. put a lot of work into the SGPS but the 
document was changed significantly.  The full length Needs Assessment has 
been out for a year but nothing has been pushed forward.  Margaret Williams 
suggested inviting the CMO to attend a meeting.  Liz Blackadder agreed, saying 
we need CMO support. She said the Needs Assessment was the key document.  
A huge amount of work went into it and a response is needed from the 
Government.  She said people with M.E. are currently getting nowhere with NHS 
Lothian as they say they are waiting for a Scottish Government response.  Euan 
Dale said that the CPG possibly did not make the most of Will Scott’s 



membership of the Group.  Other CPGs have more professional membership 
and, therefore, knowledge on NHS bodies and changes.   
 
Helen Brownlie said an AGM should be held as soon as possible. 
 
Robert Frederick went on to explain problems he has experienced with services 
in the Lanarkshire area.   
 
Miranda Brackenbury suggested inviting the DWP or ATOS to a meeting.  Mary 
Fee agreed we could invite these bodies as well as the CMO.  Connie Nelson 
suggested writing to the CMO with a number of questions rather than inviting him 
to attend a meeting.   
 
Mary summarised saying the CPG would look at 
- DWP 
- education: educating the medical profession about M.E.; also the provision of   
appropriate and accessible education for children and young people with M.E. 
- links with the APPG 
- implementation of the Needs Assessment 
 
Connie Nelson raised the implementation of the Needs Assessment and asked if 
medics would separate M.E. from CFS as proposed in the Needs Assessment.  
The role of the media was again raised. 
 
Jim Eadie MSP said it was important to keep in mind the role of CPGs.  Their 
purpose is to raise awareness in Parliament and use leverage.  It is distinct from 
the role of patient advocacy groups.   
 
4 Healthcare Needs Assessment on M.E. short version for patients 
Hard copies of this document were circulated round the Group.  If people would 
like further copies, they should contact Susan Webster in the first instance. 
 
5 Future meeting dates 
It was agreed that the next meeting should be held in November, if possible, and 
this would be the AGM. 
 
6 AOCB 
Susan Webster circulated, on behalf of Liz Blackadder, paper copies of a 
Neurological Alliance of Scotland survey on services. 
 
Susan also circulated, on behalf of Helen Brownlie, a testimony from Kay 
Gilderdale. 
 


