BURY/BOLTON ME/CFS SUPPORT GROUP MEETING

EXPERT PATIENT PROGRAMME (EPP) 17TH JANUARY 2008
Our speaker for the evening, Judith Smith, introduced herself and told us a little bit about her background: she manages the EPP for Bolton Primary Care Trust and is passionate about her job.
Judith has experience in both nursing and physiotherapy and gained a degree in health promotion and she is now studying for her Masters’ degree in psychology.  She has 14 years experience working for the NHS in the Midlands and has worked for Bolton since 2006.
Her role as EPP coordinator involves organising the delivery of the programme, enrolling participants on the course and going out to speak to groups such as ours, as well as to GP staff at the surgeries.
The programme was devised and designed by a lady called Kay Loggin who is a professor at Stamford University in America.  She had a long term condition, as does Judith; who was diagnosed as having a tumour when she was pregnant for the second time but with her first living child.  Kay suffered from arthritis but at that time in the USA there was no advice for people suffering from long term conditions so Kay devised a programme to help sufferers to self manage their condition and to gain self empowerment.  This programme is now used all over the world as far as New Zealand.  It has been evaluated and is doing well here in England with good results for patients.

Judith delivers the programme in Bolton but has the help of voluntary tutors, these are people who have long term conditions and after attending a course have trained to become a voluntary tutor.  So they all know what it is like to suffer from a long term condition.

Anyone who has one or more long term conditions is welcome to come along to the course - Bolton patients can contact Judith Smith, Bolton PCT Expert Patient Programme Coordinator, Waters Meeting Health Centre, Waters Meeting Road, Bolton BL1 8TU, email Judith.smith@bolton.nhs.uk , 01204 463009.  Bury patients contact karen.forrest@burypct.nhs.uk , 0161 272 4060.
Enrolment forms include a preference for either morning or afternoon (most people prefer afternoon) and it is most important to fill in the form so that Judith has as much information as possible in order to help you.
The agenda of the course is very specific and has to be delivered in an exact way and is even counted in the number of minutes each topic takes to be delivered.  There are six sessions to the course, each one taking 2 hours 15 minutes, however there is a short break during each session where light refreshment e.g. fruit, sandwiches or biscuits are served.

Each session has its own specific agenda starting, of course at week one with an introduction and identifying common problems and looking at the differences between acute and long term conditions.  As the sessions progress they include dealing with emotional problems, looking at physical activity, problem solving, relaxation, pain management, healthy eating, communicating with health professionals, medication, depression management, positive thinking, guided imagery, making informed treatment decisions and working with your health care professional.

At the end of each course is an evaluation using a hand out sheet: results so far from the EPP pilot internal evaluation are showing trends e.g. 

· 45% said they felt more confident that they would not let common symptoms interfere with their lives.

· 38% felt that symptoms were less severe after completing the course.

· 33% felt better prepared for meetings with health professionals.

On completing the course it was found that there was :

· 7% reduction in GP visits

· 10% reduction in outpatient visits

· 16% reduction in visits to A&E departments

· 9% reduction in physiotherapy use

Over 94% of people felt satisfied and supported by the course.

The whole idea is to give you the ability to self-manage your condition and you are given a very comprehensive manual to take home for long term support.

There are four courses offered each year.

Questions and Answers
1. Q.  After each session is there work or things to do at home?

A. You decide for yourself at week one what will be your action plan.

2. Q.  How many people are on the course and is it a mix of conditions?

A. Yes it is usually a mix and the maximum number would be 20 but generally there are between 10-15 people

3. Q.  Is there a charge?

A. No it is free, also reunions are free.

4. Q.  Where is it held and are the chairs comfortable?

A. Judith looks carefully at potential venues to ensure that it is easily accessible and comfortable.  Usually people sit around a table.  Venues have included St. George’s Church and various Health Centres.

5. Q. Is it talking or exercise?

A. It is mainly discussion as you set your own goals.

6. Q. Is there a waiting list?

A. No, as soon as your application is received you will be enrolled on the next available course.

7. Q.  How can it help 15 people, all with different illnesses?

A. It is aimed at any one because even though the illnesses are different, many of the problems are the same.
There is also an Expert Carer Course being set up, which is called “looking after me”.
There are comments on the website from people who have used the course on how helpful it has been to them.

At the end of the course Judith asks if anyone would like to be a tutor and if so the course fees would be paid for you to become a voluntary tutor.

8. Q.  Is there long term benefit?

A. Absolutely, Judith said she wished she had access to a course when she was diagnosed.

9. Q.  Does it bring you out of isolation as well as giving managing and coping skills.
A. Yes, there are reunions and many people keep in touch.

10. Q.  How do professionals react to “Expert Patients”?

A. The course covers things like how to cope with aggressive professionals and how to approach these people.

There is also a section in the manual that you take home.

Judith also gives presentations to the practice managers and to GPs and she feels that it is a brilliant course.

11. Q.  Do you go to the same venue for the whole course?

A. Yes, the next courses will be at Pikes Lane Health Centre and Waters Meeting Health Centre.

12. Q.  Have any people with ME been on the course and did they manage six consecutive weeks?

A. We explained the difficulty of going every week and trying to put an action plan into action before going again the following week.  Judith said that if there is sufficient interest she will try to arrange a course of six sessions given on alternate weeks.  However if people miss some of a course they can always be enrolled on the next course.

Judith also said that both Bolton and Bury residents could be enrolled on the course.

Bolton tel: 01204 463 0009

Bury tel: 0161 272 4060

BURY/BOLTON ME/CFS SUPPORT GROUP MEETING

21ST FEBRUARY 2008- DR TAREK GABER

We welcomed Dr Gaber back to talk to us about the changes to the Neurological Services in Bolton.  It is around four years since Dr Gaber last came to ask us what kind of service we wanted from our ME Clinic and of course since then the clinic has been set up and is running well.

He started by telling us why there needs to be change in Neurological Service provision.  Bolton Primary Care Trust had set up focus groups to ask patients about the services: on the whole, most people were happy but the one main problem was with the waiting list for treatment.  The government set targets for waiting times and if the Trust doesn’t meet these targets they are treated harshly.  The target time set by the government from diagnosis to treatment is 18 weeks.  The effect of this target on neurology in Bolton has been that priority has been given to new referrals: this has meant that there has been a delay in patients needing follow up visits.
At this point Dr Gaber told us about the employment of consultants in Bolton; many consultants are employed locally by Bolton PCT e.g. Cardiologists etc but Neurologists are employed regionally by the Neuroscience Centre at Hope Hospital.  Then the neurologists are “rented” out to the other hospitals.  So the neurologists at Bolton are on a contract to do a certain number of clinics per week.  This contract is very rigidly enforced and it put the neurologists under great pressure to see the new patients within the target time but this was completely filling all the available clinic sessions.  Even then Bolton was failing to meet the targets, so everyone was unhappy; the Department of Health were unhappy that targets were not being met; the patients needing return visits were unhappy because they were not being seen.  Bolton needed a new approach. 

Here Dr Gaber highlighted the problem of the NHS having the monopoly on caring for people; the local NHS gives the service in your area and if you don’t like it “tough” you can’t go anywhere else.  So the government tried to create a market force so that there would be a bit of competition and it would act as a trigger for improved services.  They devised a scheme called ICATs, that is Independent Centre for Assessment and Treatment, which would force the hospitals to get their act together to provide better service because the Primary Care Trust can bid for ICATs status as well as the independent sector.  In Neurology Salford PCT applied for ICATs status and it has worked extremely well.

Under ICAT when a referral is made by the GP it is seen electronically within 48 hours, a scan will be arranged within days and then an appointment made within two weeks, so from referral to scan to seeing a consultant should only take two – three weeks.  If there is a problem you will then directed to the right treatment and if not you will go back to the GP.  One of the good things for Salford residents is that the person you see for diagnosis will also give the follow up treatment. 

Bolton evaluated their problems, the new patients need to be seen quickly but also the patients with long term problems need many other support services as well such as rehabilitation, social services etc. the main point is that the system is slick and works well and although for Bolton residents the new system will probably mean that the person who gives the diagnosis may not be the same person who gives the ongoing care; the PCT felt that this is probably a price worth paying if the system works well. 

Within the Primary Care Trust there is a purse holder (commissioner of services) and providers of service: The PCT can buy from their own hospital or from private providers.  What Bolton wants is ICAT for quick diagnosis but also services for long term conditions.  So they made a bid to the Health Commissioners at Government to have ICAT status for their neurological services rather than buying it from Salford and their providers.  The bid was successful and there was an injection of cash of approx 2 or 3 hundred thousand pounds to improve the service.  So we are left with Salford PCT who will provide the diagnosis and then Long Term Conditions Management Service will provide the ongoing support for disorders such as Parkinsons, Cerebral Palsy, Epilepsy, MS.

At the moment they are in the process of setting the new service up and ensuring that it integrates properly e.g. information technology is compatible so that information doesn’t “get lost” between the two.  What has to happen is that a pathway for services is developed.  This means that when a patient is referred and diagnosed, there is a clear plan of what support and treatment is available to put in place to help the patient.  The very important change here is that the contracts for the neurologists will be with Bolton PCT so that instead of what happens now: the neurologist sees the patient in clinic and then sends them for treatment e.g. physio etc from therapists that he never sees: the new system means that the neurologist is part of the team that meets together to discuss the patients needs; the neurologist will from now on be employed by Bolton PCT.  This should ensure that there is much better communication between team members so that there can be a “one stop shop” e.g. physiotherapy, in patient services, O.T., and social services.

How will we (ME sufferers) fit into this new service?

Dr Gaber understands that many people have waited for years for a diagnosis and help so this system will be much better because we will fit in with the ICAT model for quick diagnosis and then fast track into services.

This system is revolutionary and experimental it hasn’t happened yet but it is in progress.  In a year it is hoped that it will be progressing well.

Yvonne tried to clarify what the position will be in the future by asking “in future will the GP refer to ICATs and then from there it will be identified that the patient should go to the ME Clinic?”

Dr Gaber said the GP will refer to ICATs, this will be screened and then an appropriate pathway (treatment plan) will be offered.  Disease specific pathways are being developed.

For example MS patients have unique needs and specific services are available to them so they can be directed easily to the correct services.  ME patients will be directed to the ME Clinic and they are trying to ensure that there will also be in patient beds available and any gaps in service provision will be plugged.  Eventually it is hoped that we will have some in patient beds.

The question was then asked “what is happening to Wigan”? But Dr Gaber said that he hadn’t been involved in the discussion about their services so he doesn’t know what is happening.  He did say that they are actively pursuing it now and that they are aware that Bolton and Bury have a strong structure.  He said not to worry about it and that it has been generously funded and should be a Rolls Royce service.  Dr Gaber said he would be quite happy to help the forthcoming service in any way that he can.

Although Wigan and Bury PCTs have not joined Bolton in the ICATs model of service it will not affect the way ME sufferers access the clinic services.  That will stay the same as it is now for those areas, the GPs judgement will be the key thing.  Even in Bolton not everyone will be referred via ICATs because it is purely for neurological problems and of course sometimes the major symptoms presenting may be pain etc and so the GP will refer as he does now to the consultant he feels most appropriate.

The point was made that this is a very different way of doing things and many people may be afraid that ME sufferers, because of the complexity of the illness and varying symptoms may be “back out in the cold”.

Dr Gaber reassured us that this will not be the case and that it is a very good way forward and will allow for a much better follow up service.  He reassured us that the ME Clinic team are part of the planning of the pathways for service provision and will try to make it as easy as possible.

Because with ME lots of other conditions have to be excluded ICATs may not give the diagnosis of ME straight away and so this is a problem that may need more attention and ways found to make it work better for example it may be possible to just to refer to the ME Clinic straight away.  They will try their best to find a pathway that ensures people are seen within three months because the worry is that we do not want severely ill patients to get referred back to the GP and then get lost in the system.

We have a pathway already set up and I asked was it likely that this pathway would be discarded and Dr Gaber reassured us that this was not the case, the links will remain to the service as it is at present.

Dr Gaber said that diagnosing ME is very much an art and is best done by someone who is comfortable and able to diagnose the illness.  Therefore it is important that if ME is suspected patients are better being referred to that person.  Each PCT must have a person with special interest in ME and it is better that the person in charge of the clinics has an interest rather than that they are from a particular specialism e.g. neurology and are forced to see patients that they do not feel comfortable treating.  It is not important which kind of specialist makes the diagnosis as long as they are competent and feel comfortable doing so.  We already have a good model of support for the patient and of the services long term sufferers need.  In this area we are fortunate to have Dr Wright who can make an accurate diagnosis but of course a lot depends on the GP making a referral so we come back to the need for education for GPs.

For anyone who has already had a diagnosis the new ICATs system will have no impact, you will continue to be treated by the ME Clinic.  It is hoped that it may be able to put in more things to be available and that it will be better coordinated with other services. 

When asked if there is a possibility of an exercise programme being made available, Dr Gaber said that hopefully, as the team are made aware of needs they will try to fit the service to meet the needs.

Don’t forget that we do have an ME specific exercise programme in our free yoga sessions.

Lastly Maria Sale, our committee member who attends the planning meetings for Long Term Neurological Conditions, said that in her opinion there are a lot of positives that we can obtain from this new way of delivering services.  It is hoped that people with ME will be more easily identified and because there is a suspicion of ME from the neurologist they will be aware of the clinic: this in turn will raise the profile of the clinic.

So watch this space; let’s hope it develops as planned.
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