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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 19 May 2009 at 2.00 pm

Present


Professor Jim McKillop (Chairman)
Dr Ruth Bridgens

Dr Joseph Cowan





Ms Pam Jones









Dr George Kassianos





Ms Mary McCreadie





Dr Ros Sinclair









Dr Steve Sturman

In Attendance:

Mr Graham Ball
(Chief Executive)





Mrs Tess Mitchell
(Panel Secretary)


Apologies:


Ms Alex Curtis





Dr Craig Davidson





Dr Robin Luff








1.
Welcome and Apologies
The new Chairman of the Expert Panel, Professor Jim McKillop, introduced himself saying that it was a great pleasure to be asked to Chair this Panel.  He was looking forward to working with Panel Members and developing the activities.

Professor McKillop stated that he is a physician with no expert knowledge of polio other than as a patient.  His own clinical practice is in general medicine and cardiology so his position on the Panel is as a layperson and doctor who knows a little about polio but who has no particular expertise.  He said that he would not be expressing an expert point of view but would be very happy facilitating the meetings.   

Apologies were received from Ms Alex Curtis, Dr Craig Davidson and Dr Robin Luff.

2.
Minutes of Meeting Held on 27 January 2009

The Chairman commented that as he was not present at the last meeting he could not comment as to accuracy.  Other Panel Members had no comments to make.   

The minutes were approved. 

3.
Matters Arising  

It was suggested in future that if an action is shown it is identified against an individual.  Names will not appear in the text of the discussion but will appear against actions.  This was agreed.
3.1
Statin Induced Myopathy in Polio Patients

A Panel Member had produced an article for the May Bulletin on this subject as per the action point from the last meeting.  A copy of the article was available for any Panel Members who had not seen it.  Even though the May Bulletin has only just been posted out, members at a regional committee meeting had already reported taking this information on board with a view to discussing it with their GPs.  The Panel Member who wrote the Bulletin article reported that shortly after she sent in her article the Lancet ran a piece about the first trial of the Polypill.  The Chairman thought that it might be difficult to find funding for this particular research into the effect of statins on polio patients.  A Panel Member reported that there is a large database on the statin class of drugs and that it might be worth an approach to the industry. Discussion took place on the two different types of statin drugs (lipophilic and hydrophilic) and whether there might be any difference in their effect on people with polio. A Panel Member mentioned a paper that is in existence, but which he has not seen himself, which tries to show this difference in effect. It was felt that if there was such a difference then it would be very useful for people with polio to know about it.  A Panel Member suggested that the Panel should view the paper and determine how good the evidence is.  The more information that can be given to GPs to help them to manage people with polio, the better. The reference for the paper will be circulated via the LISTSERV and responses should be made to Tess.

Action:

1. Dr Kassianos to circulate reference to article via LISTSERV for information / comment.


3.2
2009 Forum Events
 

At the previous meeting it was agreed that the Keynote speech should not focus on psychological issues.  Instead, Professor Caroline Young will be speaking at all of the six super forums on Post Polio Syndrome from a doctor’s perspective.  The first forum took place in Coventry and was well received.  The talk will be videoed and edited and will then be available on the Fellowship website and in hard copy.  A Panel Member commented that Professor Young focused too strongly on research, however the members found this topic interesting and at the end of the talk felt more positive about taking part in a research project if asked.


3.3
Post Polio Syndrome vs Late Effects
The Chairman explained that the committee he chairs in Scotland has been looking at services that people with polio, and who now have increasing difficulties, might need.  The group is not looking purely at post polio but also the impact of the progressive effects of previous polio.  He added that nothing had arisen out of the Scottish group’s discussions to contradict the Panel’s decision on terminology at its last meeting.


3.4
PPS Booklet
Tess thanked Panel Members for their input into this. Most of these comments have been taken on board, together with some of those from British Polio Fellowship members.  It is hoped the booklet will be ready for publication by the end of June or early July. A couple of issues still required discussion and agreement regarding the wording in the section “What tests might I need to have”.  Some Panel Members had also recommended some additional tests.

Actions:

1. Tess to review sentences before and after list of tests and reword as appropriate based on feedback.

2. Tess to add following tests to list of “Primary investigations”:

· Electrolytes, Urea and Creatinine (ELUC)

· Liver Function Test (LFT)

· Serum Calcium Test

· Serum Vitamin D status 

3. Tess also to arrange for these tests to be added to relevant node of new Patient Pathway on MoM when it is next reviewed / updated.

A discussion took place as to whether CK testing should be removed from the list of tests.  One Panel Member said that an abnormal CK result should not preclude PPS and/or its coexistence with another condition.  However, other Panel Members found the test useful, for example if a patient was being considered for treatment with statins.  It was also noted that the four initial external reviewers of the Patient Pathway did not discount CK.  

It was agreed to leave CK in the list of tests.  


3.5
NHS Evidence

More information was given on the rejection of the BPF’s topic suggestion to NICE and the new NHS Database called NHS Evidence.  Tess reported back on a talk given by the Chief Executive of NICE at the last meeting of the Specialised Healthcare Alliance.  She asked him if there was any point in resubmitting the request in the light of the new resources mentioned earlier in his talk.  He stated that the new resources would not be available for a number of years and that it would therefore be pointless to resubmit.  The second question she asked was about developing our own guidelines for NHS Evidence and whether this might be possible.  Again the answer was no.  Only certain sorts of organisations will be accredited to produce guidelines e.g. the Map of Medicine.  The Chairman reported that as part of the working group in Scotland there has been a hint from SIGN that we could link up with them in producing guidelines.  He will explore this further.  A Panel Member reported that every six months GPs receive a book of guidelines that has a good section on respiratory conditions, flow charts etc.  He felt that this would be a potential media for our guidelines.  A copy will be provided to Tess.  

Actions:

1. Professor McKillop to discuss potential collaboration with SIGN

2. Dr Kassianos to send Tess extract from Guidelines book he is referring to.

3.6 Article in British Travel Health Association publications
There should be an article appearing in the two publications of the British Travel Health Association courtesy of a Panel Member.  

Action:

1. Dr Kassianos to let Tess know when article(s) published.

4.
Patient Pathway

With particular thanks to two Panel Members the Patient Pathway has now been published.  The pathway currently requires a sign-on to view it but it will soon be available via the NHS Choices website.  The Panel should be very proud of its achievement.   Tess gave a brief demo of  the pathway and paper copies were also made available.  The next update takes place in July when it is hoped that the Pathway will show the British Polio Fellowship’s own accreditation, logo and disclaimer.  The next step would be to create related pathways, e.g. for management.  

Tess raised the issue of PPS being shown as a differential diagnosis in other relevant Pathways on the MoM.  For example our pathway includes CFS/ME as a possible alternative diagnosis whereas Post Polio Syndrome is not mentioned in the CFS/ME pathway.  She would like to see this rectified via the approved MoM process.  The Panel discussed the pros and cons of this and agreed to go through the process with the CFS/ME pathway and then consider the value of repeating the process with other pathways in the future.

Action:

1. Tess to submit request for update to the CFS/ME pathway via the MoM “feedback” option.

Graham Ball thanked the whole Panel, particularly Panel Members who made special contributions, and Tess, for the success of this major project.


4.1
UMN Signs

The question of whether UMN signs could ever be indicative of Post Polio Syndrome or polio had been a major area of contention during development of the Pathway.  All reference to UMN signs was therefore removed from the published version.  However there is a need to make a definitive decision as to whether to leave any reference to UMN signs out of the pathway (as now), to make a statement that UMN signs are not indicative of Post Polio Syndrome or polio, or to agree that there is some justification for them to be mentioned.  

Actions:

1. Dr Sturman to consult fellow Neurologists at Birmingham City Hospital.

2. Dr Cowan to seek opinion of Dr Robin Howard.

5.
Research Project(s) and Funding

A meeting was held at the Lane Fox Unit to look at ways of moving forward the possible research project to compare the outcomes achieved by the Lane Fox Unit’s specialist Post Polio Syndrome Programme against current best practice elsewhere.  Unfortunately it was not considered to be a viable research project for various reasons.  Members are still keen for the Panel to identify appropriate research project ideas.  

A good meeting was held recently at Brunel University where they have an excellent School of Occupational Therapy.  They are very keen to work with the British Polio Fellowship and some ideas were discussed including funding a staff exchange project, taking forward some other research ideas and the possibility of using graduate and post graduate students.  There is an interest in fatigue management and pain management.  The Welfare / Lifestyle survey report has been sent to them to see if there are areas of mutual interest from a research perspective.  

There was some discussion about exploring further the benefits of multi- disciplinary clinics, however the cost of funding a proposal to conduct a study was prohibitive.  Following a comment from a Panel Member that people with polio were “heroes”, the Panel went on to discuss the ”success” legacy of polio and whether research could be conducted into why this is the case.  

Actions:  

1. Graham and Tess to continue discussions with Brunel and report back.

2. Graham and Tess to continue to gather ideas for research projects for consideration by the Panel.

6.
Update on Scottish Medicine & Scientific Advisory Committee Working Group

The Panel Chairman reported that Graham Ball attended the last meeting of the group and spoke on behalf of the Fellowship.  Graham Ball was impressed with the group who have already managed to direct resources into the Scottish Post Polio Group.  A report will be produced at the end of this year or early next year.

7.
Current polio/Post Polio Syndrome related issues referred to Panel Members
Graham Ball reported on REFRESH, the facility at Netley, Hampshire for people with very severe respiratory problems.  There is provision for people with polio and their assistant/carer to have respite care and a break.  Refresh provide the British Polio Fellowship with statistics each year and it seems they are seeing a change in the type of person using the facility.  It used to be what they describe as the “old polio” but that has now changed to the person with Post Polio Syndrome who has severe respiratory problems.   Is this because “old polios” are coping better or just because they are no longer able to go?

Action:

1. Graham to seek clarification from Dr Spencer at Refresh.

A Panel Member raised the issue of the difficulty of getting an assessment for breathing difficulties, as well as sleep studies and the crudeness of the assessments.  This will be addressed at a future meeting.

A Panel Member raised the ongoing issue of service provision in Wales.  Once she has had various meetings she will report back to the Panel.  

It was also commented that many neurologists do not recognise PPS and there is still scepticism and ignorance.  More education is needed.

Actions:  

1. This item to appear regularly on the agenda.

2. Panel Members to comment via LISTSERV on the other items for information and/or discussion circulated previously, which there was insufficient time to cover at this meeting. 

8.
Orthotics Panel Update

A sponsor is being sought for the Orthotics Service leaflet and hopefully it will be published soon.  The Institute of Chiropodists and Podiatrists and possibly BAPO will endorse the leaflet.  The leaflet will include a tear-off, gummed response form for feedback about the service.  The Panel is now looking to produce more detailed guidance leaflets on callipers, footwear etc.  

9.
Any Other Business


Review of SSNDS Draft Definitions

Draft Definitions 5 (Assessment and Provision of Equipment for People with Complex Physical Disabilities) and 7 (Specialised Rehabilitation Services for Brain Injuries and Complex Disability) have recently been circulated via the LISTSERV.  The Tess thanked Panel Members for their feedback.  A discussion took place regarding the description of Post Polio Syndrome as a “stable” condition in Definition 7.  (It was originally defined as a stable condition in the National Service Framework for Long Term Conditions).  

Action:

1. Tess to submit feedback on both Definitions, including a request for Post Polio Syndrome to be changed from a “stable” to a “progressive” condition in Definition 7.  

Depending upon the outcome it may also be necessary to request a change to the National Service Framework for Long Term Conditions.  

10.
Date of Next Meeting


Possible dates to be circulated via LISTSERV.  (3rd November subsequently agreed).  
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