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The British Polio Fellowship

Minutes of the Meeting of the Expert Panel held at the Holiday Inn, London Bloomsbury, on Tuesday 29 January 2008 at 2.00 pm

Present


Sir Bert Massie
(Chairman)





Dr Ruth Bridgens





Mr Robin Luff

Dr Craig Davidson

Dr Steve Sturman

Dr George Kassianos





Ms Pam Jones





Ms Mary Kinane









Dr Ros Sinclair





Dr Joseph Cowan

In Attendance:

Mr Graham Ball
(Chief Executive)





Mrs Tess Mitchell
(Panel Secretary)




Mr Neil Ferguson (Map of Medicine)
1.
Welcome and Apologies
Apologies were received from Alex Curtis.   

2.
Minutes of Meeting Held on 4th September 2007
Agreed.

3.
Matters Arising
Accredited Course Module  

A member of the British Polio Fellowship staff has been tasked with moving this initiative forward.  Panel members ideas will be sought.  

British Polio Fellowship Campaigns and Press Strategy

This strategy has been developed in consultation with John Murray and approved by the Trustees of the British Polio Fellowship.  Graham Ball reported on the various strands of the strategy including national and local media campaigns,  ‘Where are they Now?’  and the purchase of advertising material.  This strategy will provide an excellent launch pad for the Fellowship’s 70th anniversary in 2009.  The strategy will be re-circulated to all panel members. 

The Chair was pleased that the start of the campaign would be focusing on vaccination, which is an important issue that the UK media can easily understand.  This will then lead into the media recognising that there are 120,000 people with Polio alive in the UK who are getting new symptoms.  The idea is to lift the Fellowship’s profile over the period of a year.  A member raised the issue of those who refuse to have their children vaccinated and felt that the campaign should focus on improving the rate of vaccine take up particularly in today’s world where more people travel to all parts of the world including those areas where Polio is still active.  It was also felt that the media would be interested in this aspect particularly with the low cost of air travel.  A member added that we should also focus on the Department of Health decision to no longer use the oral form of the Polio vaccine thereby eliminating vaccine associated damage.  

Action:  The Chairman requested that panel members make any responses to the Campaigns and Press Strategy as soon as possible.

British Polio Awards
Graham Ball reported that this year the Fellowship would use a more localised, in-house system.  Next year the focus will be on the 70th anniversary issues followed by a more professional focus where there will be a prize.  This would be circulated to the press.  

4.
Map of Medicine – Presentation by Neil Ferguson
The map was created as an online tool in the 1990s to cover a number of issues in healthcare and in particular to improve the efficiency of referrals.  It began as a local tool for the North London area but is now used nationally.  The map is integrated with the clinical systems that are used within the NHS and is a framework for sharing evidence-based knowledge. The map is reviewed annually.

The map benefits four main areas:

· information and technology overload

· communication across specialities

· standardisation of guidelines

· patient safety

The timeline and structure of the Map of Medicine were detailed and discussion held on its benefits, particularly with regard to people with Polio and a patient pathway.  It was reported that in the West Midlands GPs use ‘GPs Notebook’ and a panel member wanted assurance that the Map of Medicine would link into this.  It was acknowledged that various knowledge systems are used, and that it is important to get the patient pathway right before thinking how it can be deployed.  

Action: Staff and Panel Members to form a group to consider the Map of Medicine and patient pathway in more detail.  

5.
Post Polio Syndrome Operation Definition

Tess Mitchell confirmed the two main outstanding issues that have caused some concern amongst panel members:

· the confirmation of new weakness

· no tests for weakness

Tess has endeavoured to incorporate as many of the comments she has received where possible.  A lively debate on the definition followed culminating in general consensus on the tabled definition and one or two minor changes were made.

It was felt that creating a perfect definition is not possible and that we should work with the one that we have now.

The panel approved the definition on the understanding it will continue to be a ‘work in progress’.

Tess Mitchell thanked all panel members for their input into the definition.

Action: Staff to start appropriate dissemination of the definition and gain feedback on it.

6.
Reports from Sub Groups 


6.1
Patient Pathway

A member has been looking at the pathways that exist on the Map of Medicine with a view to seeing how Polio would fit in.  The Chairman was eager to see an outline for a patient pathway for people with Polio as soon as possible together with a simple leaflet that would be produced by the Fellowship.  It was commented that we should not be reinventing the wheel and that it would be useful to look at what some other European countries are doing.  It was reported that the Fellowship is currently developing its European links.    

6.2 Research

A member had circulated a document and reported that the Irish Group had visited the Karolinska Institute the week before he and others.  The interest was in their clinical service and specifically their use of intravenous immunoglobulin of which there is a worldwide shortage.  The Karolinska institute has an international reputation.  The health service delivery is radically different there and members were surprised at the lack of precise outcome measures being taken.  The important question is whether there is enough evidence to justify more centres being involved in the same therapy.  The group held a discussion with the organisation that had been behind the original studies on the use of immunoglobulin but the group felt that it was unlikely that their institution would give the go ahead for research unless it was externally funded. It was thought that if the organisation behind the studies was to host a trial then they would be keen to be involved. Members discussed the value of this research and were not all convinced of its benefits, as bona fide evidence is not available.  A member was concerned about the ethical position of receiving blood products from unidentified sources and another member mentioned the issue of cognitive change in PPS which is reported but where there is little evidence.  The member felt that there are areas where research would be useful.  Graham Ball had hoped that this group might have found a useful area for research where the British Polio Fellowship could have ‘dipped its toe in the water’ and tried to find funding.  It was reported that within the Fellowship’s survey of its members, pain was a great problem and could this be worth further research?  It was added that sleep disturbance impacts on pain and that these two issues should be looked at together.  One member would be interested to see how these symptoms affect particular groups i.e. women.  It was felt that this was worth further investigation.  

Action: It was agreed that the paper be circulated to all Expert Panel members and it was recommended that the Fellowship should investigate a research procedure.

7. Panel Report

The Chairman reported that he would like to chair this group for a year with the view of bringing out a final report.

Action:  Graham Ball to begin drafting the report for the next meeting.  

8.
Future of the Expert Panel
The Chairman reported that he did not see himself continuing in the role of Chairman once the report was complete.  The Fellowship would like the panel to continue and members were asked to think about this including suggestions for a new Chair.


Action:  All members to consider who would be a suitable chair of the panel

9. Any Other Business

9.1
Orthotics Panel
First meeting to take place on 12 February under the Chairmanship of Michael Cassidy CBE.  

10. Date of Next Meeting

Tuesday 3 June 2008.
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