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The British Polio Fellowship

Minutes of the Meeting of the Orthotics Panel held at the Holiday Inn, London Bloomsbury, on Tuesday 12 February 2008 at 11.00 am

Present


Mr Michael Cassidy





Dr Mark Edworthy





Mr Sam Gallop





Miss Pam Jones





Mr Gordon Lumb

In Attendance:

Mr Graham Ball
(Chief Executive)





Mrs Tess Mitchell





1. Background

The purpose of the first meeting was to agree the panel’s remit, areas on which to concentrate, panel composition and terms of reference.  Graham Ball reported that the major problems affecting British Polio Fellowship members are orthotics and transport.  An Expert Panel of health professionals and members was created over a year ago and the issue of Orthotics was raised immediately.  The Expert Panel felt that this issue was far too big for that panel to address and recommended the formation of a separate panel to look at orthotics in detail.  The Fellowship has a massive amount of correspondence with members covering all areas of orthotics and the Fellowship hopes that the Orthotics Panel can provide guidance on how the current situation for members can be improved.  Graham Ball recommended that the panel concentrate on one area of orthotics where it can make a real difference.

2.
Terms of Reference
It was recommended that footwear should be included as it is intricately tied in with callipers and that wheelchairs should be excluded and dealt with separately.  

1. Mission

Agreed.


2.
Objectives

The panel agreed that that the list of objectives should be prioritised.  It was agreed that the 3rd bullet point should be amended as follows:

· ‘To research the issues giving problems to members to identify if they are central or localised and to propose solutions.’


3.
Boundaries
Graham Ball confirmed that the Fellowship’s Trustees are eager for the panel’s thoughts and opinions which will be listened to very carefully.  A Panel Member reported that she is happy to provide a link between the Orthotics Panel and the Expert Panel of which she is also a member.  Members discussed reporting lines of the panel both externally and within the Fellowship.  It was clarified that the Orthotics Panels does not report to the Expert Panel, however each panel should be kept abreast of the work of the other.  If the Orthotics Panel tasks the British Polio Fellowship with any action then this should be done via the Trustee Board which sees the minutes of the panel’s meetings.    Information on the Expert Panel’s makeup was given (four consultants, one GP, a senior physiotherapist, four Fellowship members, one of whom has a PhD, an occupational therapist, a retired psychologist and a member who is also a Trustee.)  The Panel’s achievements to date include agreement of a definition of Post Polio Syndrome.  The panel is now focusing on the patient pathway.  The panel discussed the issue of lobbying and it was agreed that panel members should do so where appropriate. The Fellowship’s Campaign Manager would do the ‘foot work’ and utilise the panel’s skills wherever possible.  Members were reminded that the panel cannot determine Fellowship policy but can advise and make recommendations to the Fellowship’s Trustee Board.  

4. Issues to be addressed

It was agreed that ‘identifying problem areas’ should be a priority and this would be actioned by the Fellowship.  

5. Desired outcome/outputs

It was agreed that lobbying to raise awareness should be added to this section.  It was considered important to include external communication output i.e. presenting papers to conference and for publication.  

6. How the panel will operate

Tess Mitchell briefed the panel on LISTSERV and how it works.  It is an ideal way of communicating and has worked extremely well for the Expert Panel.

7. Membership

Ageed.
8. Responsibilities of Panel Members

Reference on declaration of interest to be added.

Graham Ball to amend these draft terms of reference and circulate to panel members.

3.

Remit of Panel

It was reported that unsolicited letters of complaint from British Polio Fellowship members’ have been used as evidence that the orthotics service is not working, however this evidence is anecdotal.  Graham Ball suggested conducting a member survey via the Bulletin to identify and refresh this evidence.  A current widespread problem is access to the appliance offices and the poor facilities provided.  Tess Mitchell asked whether the panel needed to identify if there were any polio specific issues as opposed to generic issues i.e. access.  Reference was made to the requirement by some for specialised services and the problems with manufacturers, together with the issues with government not providing the right types of services for people who need orthotics.  Training issues for orthotists with regard to older type appliances were mentioned.   Orthotists are now responsible for prescribing but many do not know what to prescribe.  

There are two separate areas to consider, improving the quality of the products with which people are provided and the funding of the service.  The demand for orthotics is increasing by 15% per annum.  The panel discussed the meeting in Birmingham which some had attended.  A lot of work had gone into this and members were interested to see the resulting report as it would be very relevant.  Contracts and their conditions were discussed.   The importance of user groups such as the P & O group at Crystal Palace was highlighted as well as the patient led Orthotics Charter.  It was suggested that panel members and user groups look at the charter and make comments/suggestions. A link to the Orthotics Charter would be placed on the Fellowship’s website. Getting access to the new Commissioners who now make the important decision is vital.    It was considered important to encourage people to join user groups.  

There is a lot of money available that needs to be accessed particularly in the London health areas.  Bill Moyes, regulator for the Foundation Trust is taking FTs to task for having large amounts of money in their budget which remains unspent.  He would like to see this money invested in appropriate services.  The panel needed to consider ways in which it can persuade the Commissioners to unlock this money.  The issue of the declining numbers of people in the UK with Polio was discussed.  It was considered important to find people with other diseases with similar issues and a common cause to join up with them on the political front together with joining forces with other orthotics user groups.  Paediatric groups and the importance of ‘parent power’ was discussed.  Groups such as ‘Steps’,  ‘Age Concern ‘ and ‘Diabetes UK’ should be involved. It was thought that there could well be an underestimation of the numbers of people living with the effects of Polio in the UK and that the numbers of people accessing the orthotics service are increasing due to Post Polio Syndrome.  Increasing the membership of the British Polio Fellowship would be a powerful tool.  The panel discussed the reported 15% increase in demand for orthoses some of which can be attributed to ageing as well as there being more children with impairments.  The increased use of functional foot inlays and the use of neurophysiological orthoses instead of  invasive surgery in some  instances 

was raised together with the important role played by Podiatrists.  One of the findings from Pathfinder was that money spent on orthotics saved money for other services, however money saved in the social services budget is spent on the health service budget.  The complexities of orthoses relating to people with Polio was raised.  The Mobility & Dexterity Services Forum was discussed.  This is intended to be a national users driver for mobility and dexterity services, involving all interested organisations.   It is hoped that this can be used as a national driver to get better orthotics services.  

Next Steps

It was agreed that the panel’s next step should be to identify all of the organisations which are users of orthotics.

It was agreed that a questionnaire on orthotics, related to the Orthotics Charter, should be produced quickly and distributed with the May issue of the Bulletin

A research and development paper was put to the Centre for Evidence Based Purchasing, seeking improvements in the service.  There was enough evidence available to justify this action.  However the Centre responded that this was outside of their terms of reference.  An appeal is pending. It was agreed to circulate project document to find out if people are happy with it as a first proposal and then attempt to get some funding for it to be put to the Centre again.  

Graham Ball will contact the American group regarding US research material that could be access.

It was agreed that an all-party parliamentary group devoted to Polio should be formed.  

A suggestion was made to create a research and development programme for London funded by the City Bridge Trust.  

4. Composition of the Panel

Graham Ball suggested that the panel should remain fairly small and suggested the panel should have an orthotist and a consultant.  An orthotist with relevant skills and experience was suggested.  It was agreed to approach BAPO, the Society of Chiropodists and Podiatrists and the British Society of Rehabilitation Medicine.  

5. Meetings

It was agreed that the panel should meet between two and three times per year with at least one month’s notice.  The venue to remain the same depending upon availability.  The possibility of meeting at a centre in London or at a company in Sheffield was discussed.

6. Minutes

Unapproved minutes to appear on the British Polio Fellowship website together with a report in the Bulletin.  Minutes to be impersonal except for naming members of the British Polio Fellowship staff.

7. Any Other Business

None.

8.
Next Meeting

24 June 2008 at the Novotel Euston starting at 11.00 am.
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