The British Polio Fellowship

Minutes of the Meeting of the Expert Panel held at the Holiday Inn, London Bloomsbury, on Tuesday 27th January 2009 at 2.00 pm
Present


Dr Ruth Bridgens





Ms Alex Curtis





Ms Pam Jones





Dr George Kassianos





Ms Mary McCreadie









Dr Steve Sturman

Guest



Mrs Heike Kluever-Littlewood


(BPF Head of Operations & Services)
In Attendance:

Mr Graham Ball
(Chief Executive, who took the chair)





Ms Nikki Clarke
(Minutes Secretary)




Mrs Tess Mitchell
(Panel Secretary)






Ms Margaret Roffe




1.
Welcome and Apologies
The chairman welcomed Mary McCreadie, who has replaced Mary Kinance, to the meeting.  Mary Kinane’s contribution to the Panel was noted with appreciation.

Apologies were received from Professor Jim McKillop, Dr Joseph Cowan, Dr Craig Davidson, Dr Robin Luff and Dr Ros Sinclair.

2.
Minutes of Meeting Held on 16th September 2008
The minutes were agreed subject to one amendment relating to Item 6 on GP Training.  The first bullet now states: “The GP being appraised needs to say what courses have been taken and to provide “evidence”.

3.
Matters Arising
3.1 Chair of Panel.  It was reported that Professor Jim McKillip has agreed to chair the Panel and will attend the next meeting.  Tess outlined Professor McKillop’s background and recent posts held, including his chairmanship of the Scottish Medicine and Scientific Advisory Committee Working Group on PPS.  His CV has been circulated via the LISTSERV.  Professor McKillop is also a member of the Fellowship.


3.2 GP Training.  A bid for funding a GP training programme was submitted to Section 64 but was unfortunately unsuccessful.  This item should remain on the Panel’s work plan with a view to seeking alternative sources of funding.  It may be appropriate to expand the scope of any future application to broaden its appeal from a funding perspective.

Action:  Panel members to provide ideas for alternative sources of funding and/or other ways this could be taken forward. 


3.3 Media Campaign.  Tess reported on the progress of the media campaign.  The first press release aimed at Health Professionals went out in October 2008 and a number of publications picked up the story.  Tess thanked a Panel Member who had contributed an article for 2 publications.  Further articles are in the pipeline.

The second phase of the campaign, aimed at the general public, will start shortly.  This will raise awareness of PPS based on case studies and interviews with people who have PPS.  The national press and popular magazines will be targeted, as well as regional publications.  

Action:  Panel Member has a contact at the Daily Mail who may be interested in picking up the story.  Member to confirm name and contact details.

Action:  Panel Member suggested an article for the British Travel Health Association  (BTHA) journal, Travelwise.  Tess to ask BPF PR and Media Consultant to produce a synopsis for such an article and send to Panel Member.

With regard to Item 7 on the previous minutes, Tess thanked a Panel Member for supplying a list of polio-related Read Codes.  Copies of the list were made available. 

4. Patient Pathway 

Graham thanked those members who have contributed input.  The pathway has now been peer reviewed and numerous comments received.  These have been analysed by Tess and related back to the relevant points in the original pathway.  

Graham thanked the Panel Member who spent 3 hours with him and Tess before today’s meeting going through the feedback and updating the pathway to address the reviewer comments.  

Tess reported that, due to the delay in receiving the peer reviewer feedback from the Map of Medicine and the extent of the comments, the January publication deadline has been missed.  It is now hoped the pathway will be published in April.  However, once the updates have been made and the pathway resubmitted to the Map of Medicine, it has to be peer reviewed a second time and then obtain NHS approval.  Therefore there is no guarantee that the April deadline will be met.  

During the discussion that followed, a Panel Member commented that it was not surprising that the reviewers had divergent opinions about the pathway.  We are trying to produce a consensus statement.  As the Map of Medicine is an approved and endorsed national standard for clinical pathways, our pathway needs to be at an expert level and stand on its own merits.

It was also mentioned that the PPS Definition would have to be slightly amended to bring it in line with the pathway.  

Action:  Tess to continue work on updating the pathway and then re-circulate to Panel Members.

Action:  Panel Members to provide feedback on new version of pathway.

Action:  Revisit PPS Definition once pathway agreed.

5. Research Project(s) and Funding

A paper produced by the team at the Lane Fox Unit summarising 3 research proposals had been circulated via the LISTSERV to use as the basis for discussion.  A Panel Member who had worked on the paper described how the team had come up with the 3 topics and said they had tried to take into account the required criteria for a Big Lottery Fund application.

After some debate, it was agreed that ”Potential Project 2:  Does a Specialist PPS programme improve outcome compared to current best practice?” fitted most closely with the highest priority research topic previously selected by Panel Members (“Best form of rehabilitation, most appropriate exercise prescription and importance of psychosocial aspects of PPS”).  

Action:  Tess and Graham to meet with Lane Fox Team members to establish if Vivian Auyeung (PHD student who attended September meeting) would still be able to work with us to develop a research development proposal and/or to discuss next steps.

5.1
Statin Induced Myopathy in polio patients.  

A Panel Member introduced this topic referring to a recent article in the BMJ.  The concern is that doctors prescribe statins too liberally to reduce cholesterol, but they can cause muscle damage and/or pain in polio patients.   

A detailed discussion followed about the potential risks of prescribing statins.  A Panel Member suggested a questionnaire to Fellowship members to find out what problems they might be experiencing with statins and if their muscle pain increased.  It was decided in the first instance that it would be a good idea to write an article for the Bulletin covering the most up to date research and giving information on the possible side effects of statins.

Action:  Panel Member to draft article, review with fellow Panel Member, and send to Margaret for inclusion in the May edition of the Bulletin.

6.
2009 Forum Events 

Graham introduced Heike Kluever-Littlewood who gave a presentation on the Super Forum events planned for 2009 (BPF’s 70th anniversary year).  A copy of the presentation was circulated.

The Panel discussed the proposed content of the Key Note speech and the two possible perspectives on the emotional and psychological aspects of PPS. The consensus was that this would be a very sensitive topic to cover in a keynote speech and might be better dealt with in smaller, more interactive working sessions.

Action:  Heike to look at an alternative approach and/or subject matter for the Key Note speech, perhaps in conjunction with the Walton Centre.
7.
PPS vs Late Effects

Graham stated that there is some confusion regarding the use of the terms “Post Polio Syndrome”, “Late Effects of Polio” and even “Residual effects of Polio”.  Sometimes they are used interchangeably whilst at other times they are seen as being completely different.  He believes that in the United States there is a clear differentiation between PPS and Late Effects.  Also the Scottish Working Group have opted for “the Late Effects”.

After discussion it was agreed that “Post Polio Syndrome” is the correct term to use when the condition is diagnosed and that “Late effects” and  “Residual effects” are the terms generally used when referring to issues related to the original “damage” caused by the polio virus and now manifesting itself in various ways.

It was suggested that Professor McKillop might be able to expand on the differentiation as seen by his committee in Scotland.
8. PPS Booklet

Margaret outlined progress on the PPS booklet.  The editing process is almost complete and it will shortly be ready for review, including:

· Plain English review (to be done externally)

· Member review (6 members have been identified)

· Expert Panel / Medical Professional Review.
It is hoped that the booklet will be ready for publication by the end of May or early June.

Action:  Panel Members to review and feedback on the booklet when it is circulated (via the LISTSERV).
9. Any Other Business

Tess provided brief updates on:

Orthotics Panel.  The Panel has been working on a guide for patients on what they can expect from their Orthotics Service provider.  This is now almost ready to be printed.  Appropriate funding is being sought.

The Panel has also been prioritising some of the key issues and looking at possible areas for campaigning activity.

NICE.  Tess has been contacted by NICE to say that it is highly unlikely that our submission for them to produce clinical guidelines for the diagnosis, treatment and management of PPS will be selected at the March Topic Consideration Panel.  It was suggested that we consider writing our own guidelines and submit to NHS Evidence (to be launched in April).

Action:  Tess to find out more about NHS Evidence and what would be involved. 

10. Date of Next Meeting

The date and time of the next meeting will be Tuesday, 19th May at 13:30 for 14:00. 
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