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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 3rd November 2009 at 2.00 pm

Present


Professor Jim McKillop (Chairman)
Dr Ruth Bridgens

Ms Alex Curtis





Ms Pam Jones









Dr George Kassianos





Dr Robin Luff





Dr Ros Sinclair









Dr Steve Sturman

In Attendance:

Mr Graham Ball
(Chief Executive)





Dr John Hooper
(New Chief Executive)





Mrs Tess Mitchell
(Panel Secretary)






Ms Meriel Davies
(Minute taker)

Apologies:


Dr Joseph Cowan





Dr Craig Davidson





Ms Mary McCreadie










1.
Welcome and Apologies
The Chairman welcomed members to the meeting and introduced the new Chief Executive of the British Polio Fellowship, Mr John Hooper. 

Apologies were received from Dr Joseph Cowan, Dr Craig Davidson and Ms Mary McCreadie.

2.
Minutes of Meeting Held on 19 May 2009

These were agreed as a correct record.   

3.
Matters Arising  

Statin Induced Myopathy in Polio Patients

Dr Kassianos has circulated the references via the LISTSERV.  He reported that more people are coming to him about statins.  Nothing further to add on this subject at present.

PPS Booklet

Members were thanked for their input to the booklet.  The changes discussed and noted at the previous meeting were made.  It has now been printed and will be circulated free of charge to members and promoted as widely as possible to raise awareness.  There is the possibility of a deal with Amazon regarding distribution.  

REFRESH – Feedback from Dr Spencer

Graham reported on the letter he received back from Dr Geoffrey Spencer, which did not provide any further information or clarification.

Orthotics Leaflet 

The new Orthotics Leaflet is being widely distributed and was on the agenda at the Associate Parliamentary Limb Loss Group meeting on 28th October, which was attended by Graham.  80 feedback forms have been received so far highlighting a below average service provision in all areas of the UK, including Scotland.  A Panel Member reported that people are taking the leaflet with them to their service providers.  

Article in British Travel Health Association Publication

Dr Kassianos circulated copies of the publication “Travel Wise” containing the article and he was thanked for his contribution.  

4.
Patient Pathway

Tess reported that the requested updates have been made to the PPS pathway on the Map of Medicine (MoM).  The British Polio Fellowship is also now shown as having accredited the pathway in the “Provenance” section.

Tess’ submission for an update to the CFS/ME pathway via the Map of Medicine (MoM) “feedback” option was successful.  The CFS/ME pathway now shows PPS as a differential diagnosis.  

UMN Signs
With regard to UMN signs in people with polio/PPS, feedback has been received from several people, including colleagues of a Panel Member, and “discussed” via the LISTSERV.  Although there are some studies that suggest UMN signs may be present in PPS patients, the consensus of the clinicians on the Panel is that they should not be considered a feature of polio or PPS.  After some further debate, the Panel agreed to leave the Patient Pathway unchanged, i.e. to make no reference at all to UMN signs.

Alternative Diagnoses

The Panel discussed whether PPS should be shown as a differential diagnosis in other relevant pathways on the MoM – those shown in the “Refer or treat other conditions” node in our pathway, i.e. polymyalgia rheumatica (PMR), hypothyroidism, and depression.  (It was noted that pathways do not currently exist for myasthenia gravis and motor neurone disease).  


Action:

· Tess to submit requests for updates to relevant pathways via MoM feedback facility.

Other pathways that may be considered in future include: osteoarthritis; degenerative arthritis; degenerative tissue disease; primary muscle disease; chronic pain; myalgia.  These may need to be included in our pathway as differential diagnoses and vice versa.

Action:

· Tess to check if some/all of these conditions have pathways on MoM.

Further Sections

Tess reported back from a recent meeting on 27th October with Wendy Kimber from the MoM.  Wendy informed Tess of some recent developments at the MoM including:

· A larger in house team of information scientists and clinicians is being set up to replace the BMJ Medical group for searches.

· Pathways have been prioritised from an update perspective.  Some have been removed and this process is ongoing.  

· There are now 410 pathways, of which only “top 100” will be updated annually; others will be reviewed/updated every 2 years (including our PPS pathway).  Eventually there should be approximately 300 pathways on the MoM.

· Pathways for co-morbidities will be looked at in future. 

· Ease of access will be improved for both clinicians and patients. 

· The MoM will be actively marketed to NHS Scotland.  The Panel Chair reported that the aim is to have the Map available in Scotland at some point.  

· The MoM has been going through the process to receive accreditation on NHS Evidence and expect to hear in January if successful.  (The first organisations to be accredited will be NICE, SIGN and Clinical Knowledge Summaries).

Tess has asked the MoM to provide a “hit rate” for our pathway.

Tess reported that there is still the opportunity to work with the MoM to develop additional sections to the pathway in the same way as previously.  The same review and accreditation process will apply.  The Panel went on to discuss possible options for new sections based on examples from other similar pathways, e.g. Specialist Assessment, Rehabilitation, Management, Disability Management and Rehabilitation, Symptom Management.  It was felt that the focus should be on what is most valuable to people with polio/PPS.  A Panel Member commented that in her experience people with polio/PPS want to increase, or at least maintain, both their independence and quality of life.  After discussion Rehabilitation (in its broadest sense) and Specialist Assessment were considered to be priorities.  

Action:

· Tess to put together an outline for a “Rehabilitation” pathway, discuss with the MoM, and report back to the Panel.
5.
Research Project(s) and Funding


Fatigue in PPS (Walton Centre)

Tess referred to the research proposal circulated previously via the LISTSERV.  The aim of the collaboration with the Walton Centre is to define fatigue as a symptom in PPS and to develop a disease specific measurement system.  The Centre has conducted similar research into fatigue in other neurological conditions.  As a quick decision was required to enable the project to commence this year (otherwise it would have had to be delayed until the same time next year), the Fellowship’s Trustee Board agreed modest funding for a one-year study at its meeting on 19th September.  Professor Carolyn Young will lead the project for the Walton Centre.  The Panel’s endorsement was requested.

A Panel Member asked that a predominance of elderly people be avoided in the research to avoid confusion with age related fatigue.   The Panel discussed whether fatigue should be a priority for research at this time.   Tess commented that “fatigue” has always provoked a lot of discussion within the panel, for example when developing the Fellowship’s definition of PPS, and that its recognition as a key symptom may help in earlier patient diagnosis.  Some Panel Members felt that the panel should have had the opportunity to consider other research options before the Fellowship’s Trustee Board committed funding to this project.  The need for a speedy decision was reiterated.  It was also noted that Research has been on the Panel agenda for some time and that this is the first time there has been a clearly defined and scoped research proposal with identified resources and clear indication of budget.  The Panel Chair sought agreeement that in future all research submissions should be reviewed by the Panel before making its recommendations to the Fellowship’s Board of Trustees.  It was also stated that the decision to go ahead with this project did not preclude other research proposals being considered.

Action:

· Tess to circulate more detailed project “protocol” document and report on Fatigue in MS to Panel Members via the LISTSERV.  

“Heroes”

Graham reported that the article under this heading in the Bulletin had created some heated debate as well as positive comments.  The general feeling of members was that they were not “Heroes”, but ordinary people who have got on with life as best as possible.  They had learnt to overcome obstacles in the best way they could.  A Panel Member thought that perhaps that was the lesson to be learnt from this cohort, i.e. that too much “state aid” and support may not bring out the best in people.  No further action is appropropriate.  

Brunel University

Tess reported on collaboration with Brunel University on two related research projects to look at:

· The relationship between quality of life with those experiencing PPS and the use of assistive equipment.

· The relationship between the use of assistive equipment and levels of happiness in people experiencing PPS.

Assuming ethics approval is obtained, the research will be based on secondary analysis of data from the Fellowship’s Lifestyle and Welfare survey and will be conducted by two MSc students who are training as Occupational Therapists.  There is no cost to the Fellowship.

The research will help to raise the profile of PPS with Occupational Therapists, who many of our members and other people with polio/PPS come into contact with.  The Panel Chair stated his hope that this will build on the Fellowship’s already good relationship with Brunel University and the College of Occupational Therapists.  

6.
Guidelines - RCP

Tess reported that she had made contact with Dr Ian Bullock, Chief Operating Officer of the National Clinical Guidelines Centre, which is hosted by the Royal College of Physicians.  At a subsequent meeting she and Graham attended with Dr Bullock, he suggested putting forward a submission for a set of evidence-based “Concise Guidelines” to be developed in conjunction with the RCP.  With advice from the RCP’s Clinical Standards department, the application was made - for Guidelines on the “Identification, diagnosis and referral of people with PPS - but turned down as three of the main clinicians on the Clinical Standards Steering Committee felt that it was too strongly focused on primary care and not sufficiently relevant to general physicians.  

The Panel agreed that correct and early diagnosis is just as much a problem in secondary care as in primary care.  Tess has already asked if a new application might be considered focusing more on secondary care, but does not feel she is the right person to “argue the case”.  Dr Sturman kindly agreed to speak to Professor Lynne Turner-Stokes, who chairs the Steering Group.  

Actions

· Tess to obtain Professor Lynne Turner-Stokes’ contact details and pass to Dr Sturman.

· Dr Sturman to speak to Professor Lynne Turner-Stokes and report back to Tess. 

Tess also reported that the RCP has arranged for us to have an editorial on PPS in the June 2010 issue of “Clinical Medicine”, which has a circulation of 20,000.  The deadline for submitting this editorial is February 2010.  Dr Bridgens kindly agreed to produce the first draft of the editorial for input from other Panel Members.

Actions

· Dr Bridgens to produce first draft and send to Tess by end of November.

· Other Panel Members to provide prompt input to allow for editorial to be submitted in good time for deadline.  

Tess reported that the PPS entry in the October edition of “Guidelines” has been moved from the “General” section to “Central Nervous System”.  She has also sent a detailed update to the content, which should appear in the February 2010 edition.  

The Panel Chair reported that SIGN might be) interested in producing guidelines on PPS.  

Action

· Professor McKillop to look into this possibility via his contacts in Scotland.

7.
Items not Covered at Last Meeting

Proposed Research Project on Biomarkers for PPS (Karolinska)

Continue to monitor.  A Panel Member commented that there would need to be full and complete commitment to the project before considering any collaboration.  

Xepol(R) – “First Effective Treatment of Neurology Indication PPS”?
Following some discussion regarding the lack of substantive results and evidence, it was agreed that this treatment should not be endorsed or recommended by the Fellowship.  

Pyridostigmine – Helpful in Maintaining Walking Ability

A Panel Member stated that trials had not shown any benefit and as such the Panel Chair confirmed that the Fellowship should not endorse or recommend this treatment.  

8.
Current Polio/PPS Issues Related to Panel Members

Two issues have been passed to Tess by the Support Services Manager:

Swine Flu/Guillain Barre

Does the Swine Flu vaccination cause an increased incidence of Guillain Barre Syndrome?  A Panel Member reported that this issue primarily relates back to US vaccines from the 1970s.  Another Panel Member stated that there in no evidence to suggest there is a cause for concern.  Following discussion on the current Swine Flu vaccination it was agreed that the Panel’s recommendation to people with polio should be that “there is no reason for people with polio/PPS not to receive the Swine Flu vaccination”.

Action

· Tess to report back to the Support Services team.  

Respiratory Leaflet

The Panel considered a suggestion that a respiratory leaflet be produced for hospitals in Wales due to lack of specialist knowledge in this area (as perceived by the member who has raised the issue).  Some Panel Members agreed that this would be of benefit to all members and people with polio/PPS.

Action

· Tess to speak to Support Services team about the possibility of developing a fact sheet on this subject.  

9.
Any Other Business

A Panel Member raised the subject of “Conductive Education” and asked if other Panel Members had experience of this.  A Panel Member reported that in his experience this approach can work with very severely disabled children (e.g. with cerebral palsy) but is extremely labour intensive.  

A Panel Member reported that there is evidence of other enteroviruses causing polio-like symptoms and/or mutation of the polio virus.  Graham stated that the Fellowship’s Support Services team is alerted to news and polio related issues via Meltwater News.   

Action

· Tess to ask the team to let her know if they hear of any instances of this nature.  

Tess made the Panel aware of some recent “publicity” including:  

· Article on PPS in Hillingdon PCT newsletter.

· Article on new pathway in MoM newsletter, “The Pathway”.

Pam Jones, speaking as both a Panel Member and Chairman of the British Polio Fellowship, reported that this would be Graham’s last meeting and thanked him for his contribution.  She stated that the Expert Panel would not have existed without his vision and hard work together with that of the Experts and support staff.  The panel whole-heartedly endorsed this and wished Graham well for the future.  

10.
Date of Next Meeting


Provisional date of 27th February 2010 to be circulated via LISTSERV.  (Now agreed to be Tuesday, 2nd March).
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