THE GROUP LEADER’S REPORT AGM 2008
It is a great honour and also a great pleasure to present another Group Leader’s report, in which I get to thank all the truly brilliant people without whose hard work the group could not continue.
Firstly special thanks go to our treasurer Wayne who has done a most important job for us for several years and is now stepping down.  Thank you so much for all the time and effort you have put into this position for us and for looking after our accounts.  We would like to present you with a small token of our appreciation.

Again we are most fortunate to have such a talented and brilliant person as Caroline who does so much to keep us all informed.  Caroline ensures the wonderful website is updated, she is membership secretary, she organises the newsletter printing and posting and she sends the regular flyers that keep us all up to date and truly break the isolation for so many of our house bound members.  We would be desolate without Caroline’s help and thank her so much for all her valued work.  Any one who can help in any small way such as folding leaflets for the libraries and GP surgeries, or by putting stamps on envelopes would be very welcome, please contact Caroline.

Another lady, to whom we owe many many thanks, is Yvonne; although no longer on the committee she is a tireless worker and prodigious “meeting goer”.  She has a real clarity of vision and puts our case forward at so many meetings as well as supporting carers and helping with the Young People’s ME Service and the Forae that they organise. 
Without Tom our fantastic newsletter editor we would not be able to bring a bit of hope and a friendly contact to all our housebound members.  “Thank you” Tom for an excellent job, very well done.

Thanks again to Ste Walker for organising the Link Up Group and to Mandy for the chat line which is so important to many members.

We also owe thanks to Maria who, despite a very difficult personal year, has done an excellent job organising and booking the speakers for our meetings.

Thank you also to our librarian Carole and her husband Alan who have done a brilliant job of looking after the library and updating it.  However Carole is not well enough at present to continue so as we thank her we wish her well and hope that she continues to improve a little.

Thank you to all the letter writers who have been successful in encouraging Wigan and Leigh PCT to provide an ME service, again very well done.

My sincere thanks go to all our committee members for all their efforts but also thanks to those of you in any way big or small to keep our support group running, especially thanks to Hilary who types all my articles and letters and deciphers my terrible writing so well.
Thank you everyone for all your help, Lynne, our tea lady and comforter, Sue our door lady, and all you lovely people who whenever possible to help and support each other and without whom our group could not exist.

THE SECRETARY’S REPORT FOR AGM MARCH 2008

Once again we have had a busy but successful year.  We have attended many meetings on your behalf to put forward the views and the needs of ME sufferers and their carers.

The Group has approx 140 members, some long term members and some new members.

Our nine annual meetings have been quite well attended and it has been lovely to see you all coming to support each other.  We had two very enjoyable social events, Alice’s 80th birthday at the July meeting and of course our lovely buffet at the pre Christmas party.  We have had some very interesting speakers who have given talks to us including Gail Sumner who told us about her treatment, the Health Trainers, Carers Support, a Bowen Therapist, an Expert Patient course leader and Dr Tarek Gaber.

Our Link up Group continues to flourish as does our Internet Chat group thanks to Ste and Mandy for their support of those services.

The Yoga sessions have continued through 2007 and we have funding for them to remain free of charge until June 2008.  We will then have to apply again for funding:  I do hope that more of you will be able to come along and benefit from these sessions because they deserve to be better supported; if we ask for funding we have to be sure that enough people attend the sessions so that the funders do not feel that their money is wasted.  We do have a core of regulars at the yoga sessions but always welcome as many of you as possible to come and feel the benefits of the relaxation and gentle stretches and movement.

The Social Group met for a few months but then unfortunately the Blessed Bar was closed and it proved difficult to find another venue and was “on hold” for a while.  However we are hoping it will be up and running again soon with a possibility of some social meetings in Bury as well.

Our clinic has been running for almost three years now and Yvonne and I attend meetings with all the team and managers on a regular basis and are fully involved in all the discussions about any developments and changes.

Another great success this year has been the setting up of a service for ME patients in the Wigan and Leigh areas.  This has been almost totally thanks to the letter writing and lobbying done by group members, very well done to everyone, and thanks to Gill Walsh of the Clinical Network Co-ordination Centre (CNCC) for her persistent discussions and persuasion.

Yvonne and I also attend the meetings of the CNCC in which development and strategies for services throughout Greater Manchester is planned and discussed: with Yvonne also attending the meetings for the Children’s Services; including interviewing for a physiotherapy post; planning and organising the several Young Peoples Forae meeting with Bury Education and Welfare Team.

Several of us gave a short presentation by each explaining what it has meant to us personally to have our own ME Clinic; at a Show Case event organised by the CNCC and attended by members of Health Care Trusts throughout Greater Manchester; with the hope that clinics will be set up in other areas.

Yvonne is an invaluable asset to our group because of her analytical mind and her expertise in providing a clear overview of the situation and giving clear, practical suggestions.  She gave an excellent presentation at the meeting at Silverwell Street in which the providers of neurological care in Bolton came to explain how the services are to be improved.  Several members were there to join the discussion and to say what ME sufferers and carers need, several other people wrote in to express their views.  All this activity keeps our condition at the forefront of NHS managers’ awareness.  These meetings have continued monthly at Bolton Hub, (The CVS Building) and Maria Sale and I have attended to gather information but also to ensure that we get an even better service as Bolton Neurological Services are redesigned and improved.  I have been writing and trying to ensure that there should be in patient services for those severely affected and that staff must be trained in the needs of ME patients who need to be admitted for other co-existing conditions or for operations.

Marie, Yvonne and I continue to attend the meetings of the National Service Framework for Long Term Neurological Conditions in both Bolton and Bury as sufferers and carer representatives.  Yvonne is also on the board at Bury where any decisions will be made and changes instigated.  Because of one of our letters the Bury Board has applied for funding for a Community Neurological Rehabilitation Team.  It often seems like a long hard slog but sometimes we get a gleam of sunshine and a little breakthrough.

Yvonne has continued to attend the Bury Neuro Support Group meetings and has helped at some of their outings.  As well as a variety of other meetings such as the launch of the Health trainers in Bury, the Age of Opportunity for 50+, Carers consultation days and a fabulous reception at the House of Lords which was organised by The Young ME Trust (TYMES Trust).

Maria and Yvonne also attend the North West Confederation of Groups on our behalf where all groups in the NW Region meet twice a year to share ideas and good practice.

Also Yvonne and I attended the AGM for Pennine Trust which is the largest hospital trust in England.  We joined in a workshop which looked at ways of improving hospital services for patients.  This was followed up by me writing to the Chief Executive with ideas for the needs of ME sufferers in hospital; backed up by evidence from the NICE Report and other government directives.  This was very kindly received and I have several letters of thanks and promises to share the information with staff.

I know we are working hard on your behalf and I believe we are gradually changing things for the better.

MANCHESTER CNCC CFS/ME SHOWCASE EVENT

19 FEBRUARY 2008

Our Support Group was invited to give a presentation to health professionals at this event  as users of local ME Services.  The event was to celebrate the development of local CFS/ME services and the recent release of the NICE guidelines on management.  Pam encouraged/persuaded Stephen Walker and Pat McKenna to present with her and myself on the day.  We decided our presentation would be called “Satisfied Customers” reflecting the excellent work that has been done by Dr Gaber and the Bolton Neuro Rehab team in setting up and developing our clinic, within the very limited budget that was available to them.  We prepared and submitted our written presentations in advance then they could be included in the handouts at the events.  The day arrived and we left Pam’s at 10.30am to travel together to Wythenshawe Hospital’s Education and Research Centre.  On arrival we set up the display board for our Support Group and then went to check out the seminar room, only to find the event had been transferred to one of the main tiered lecture theatres with microphones etc and that about 70 representatives from the PCTs and other health professionals from all around Greater Manchester would be attending!!  Having taken another deep breath we then tried to enjoy the hot buffet lunch and mingle with the various delegates.

1.  Dr Damien Longson opened the event and after giving a brief definition of CFS/ME including the diagnosis and management required for adults and children, outlined the key recommendations that had been made in the NICE Guidelines.  He stressed the importance of early referral to specialist CFS/ME care in a way that suits the patient and the importance of training and education for all health professionals who came into contact with the patient and the family.
2.  Gill Walsh the CNCC CFS/ME Network Coordinator then gave a presentation about the Manchester CFS/ME Services, Progress and Development.  She outlined the 2 new adult and 1 Child specialist services set up since 2004 that are currently operating in Manchester in addition to the Fatigue Clinic and Energy for Life Programme at North Manchester General Hospital.  Gill was also pleased to report that a new clinic was shortly due to open funded by Ashton, Leigh and Wigan PCT.  She gave details of the educational workshops and training days being arranged locally and nationally for health professionals.   She also announced the new Greater Manchester CFS/ME Helpline on 0845 123 2390 that has been set up as a joint venture between Action for ME and the NHS to provide details of local NHS services, information on ME, support to help patients cope with the illness  and support for carers.  The helpline is run by trained telephone workers who understand the condition and is currently available Tuesday, Wednesday and Friday 10am – 1.30pm.

3.  Janet Priest, the Manager of the Bolton/Bury Clinic, then gave a presentation on the recent research that she had undertaken to evaluate the current Bolton/Bury CFS/ME programme as part of her MSc.  She had used patient Focus Groups to link verbal reports from patients (qualitative research) against current medical research which is often based on randomised controlled trial (quantitative research).  18 patients had been invited to participate, 6 completed the quantitative element of the research and 5 completed the qualitative element of the research.  She looked at 3 elements of the national minimum data set that were used to collect data on patient response to therapy, being anxiety and depression, fatigue and physical function.  The patient focus groups were held 12 weeks post treatment and the 2 main topics discussed were to ascertain if there were benefits to patients attending the treatment and to collect patients views on the benefits and content of the treatment offered and compared against the findings of the quantitative research.  The conclusion of her research was:  the project showed the benefits of combining different types of research for evaluation of services because it enables a clearer picture of changes to be seen.  Also the need to raise awareness of patients of the benefits of combined treatments and the need to change the outcome measurers currently in use at the Bolton/Bury Clinic.

4.  It was now time for Pat, Stephen, Pam and I to take our place at the front for our 30 minute slot.  I opened the presentation explaining I am a carer and continue to look after my husband who was diagnosed with ME in 1986.  I explained how the Bolton/Bury Clinic had come about after many years of lobbying by members of the Support Group and how pleased we had been that Dr Gaber and his Bolton neuro rehab team had involved the Support Group members, Pam and I right from the beginning of planning the clinic and continued to do so.  I detailed the role of each of our Clinic team and how lucky we were to have such dedicated, understanding and knowledgeable health professionals.  I outlined there was still a lot to do e.g. improved services for the bedbound and severely affected people together with specialised inpatient facility if necessary, the involvement of carers and relatives in the clinic process and the support they need, together with improved access  and understanding from social care and other health professionals.

Pat’s presentation was about her 30 year personal journey with ME and the trauma she had suffered with the wrong diagnosis initially of MS, then being called psychosomatic and that she was making up her symptoms.  She suffered terrible pain, fatigue, left side weakness and palsy and was only recommended to do more exercise, but the more exercise she did the worse she got.  In the end she thought she was losing her mind but on joining the Support Group she at long last realised she was not on her own, only to the outside world and even her family and friends.  Now that she is attending the Bolton/Bury clinic she has got help and the team understands her pain and symptoms. 

Stephen then gave an excellent presentation comparing and contrasting the 2 exercise programmes he had been involved in.  His health had started to fail in January 1996 following a bout of shingles, but prior to that he had been very fit and well working as a civil engineer and enjoyed an active social life revolving around running and rock climbing.  During the acute stage of his illness his doctor had been very supportive but without the expert recommendations from the Bolton ME Clinic, which he has now, there appeared to be very little available at that time for symptomatic relief which he felt delayed his long term improvement.  In 2003 Stephen asked for a referral to an exercise programme at a local hospital which was run by the physiotherapy department.  The group of people attending suffered from a variety of conditions, both physical and psychological, that shared a common symptom of fatigue.  He soon realised their approach to each client was generic and not patient focused, working on the principle exercise equals recovery.  However on completion Stephen felt physically worse and frustrated and was accused of staying in his comfort zone, a remark that Stephen felt was particularly offensive given his inclusive attitude to the programme, full attendance and pre-illness athletic ability.  Stephen explained he is supportive of graded exercise but feels it needs to be tailored for the individual and both the health worker and the patient should accept that in ME there will be a ceiling point and it needs to be respected and that with time, patience and a bit of luck this ceiling point improves and therefore ME patients should be encouraged to test their physical and mental limits regularly.  Conversely he feels in some ME patients especially during the acute phase of the illness the ceiling point will fluctuate up and down and this should also be respected.

Subsequently in 2006 Stephen attended the Bolton/Bury ME Lifestyle Management Group at Hulton Lane Hospital in Bolton.  Here the Clinic team placed particular importance on pacing encouraging patients to take a balance approach to activity to avoid a “boom and bust” lifestyle, including advice on graded activity and regularly monitoring your upper tolerance levels.  The activity diaries and goals were discussed on a one to one basis each session and appropriate advice was given.  Stephen feels the clinic is an excellent example of a patient centred approach to medicine.

Pam’s presentation explained she had been diagnosed with ME in 1992 and before that she had been a health professional with a special interest in preventative medicine, so she found it hard to get her head around becoming ill.  She related having ME as to like playing snakes and ladders.  In the beginning she had been given lots of inappropriate advice, such as she needed to exercise to get herself better.  She feels this is partly why her condition worsened and became chronic.  After being severely ill for a year she was put in touch with Dr Wright and he has continued to help her throughout the past 15 years.  She believes Dr Wright truly listens to his patients and tailors the package of care to the individual.  She said we are so lucky that he now leads the excellent Bolton/Bury clinic team under the championship of Dr Gaber.  As the contact for the Bury/Bolton Support Group many people phone Pam who are absolutely desperate for help, some understanding and advice.  She said it’s wonderful if they live in the Bury or Bolton area to be able to refer them to the Bolton/Bury Clinic which is a truly patient centred service but more needs to be done for those with ME who live outside the area and currently have no access to a specialised service.  Pam also praised the wonderful work done by Linda the clerical assistant who makes sure everything at the clinic runs smoothly. 

5.  Frances Moulden, the Manchester Childrens CFS/ME nurse, then gave a presentation about their CFS/ME service and what they offer and the Young Person’s Forum they hold.  The Forums are held to involve service users in the continuing development of the service, to allow young people with CFS/ME and their families to meet other people who can offer support and guidance through their own experiences of CFS/ME  and to arrange regular fun social events.  The Forums are available to all young people with CFS/ME up to the age of 25 years  and include past and present patients of the service.  The next Forum is due to be held Monday 12 May at the Giving for Living Research Centre at Royal Manchester Childrens Hospital 4-6pm.  The topic for discussion is “Coping with School and College”

6.  Tina Betts the neuro physiotherapist from the East Manchester CFS/ME Clinic then gave a presentation “Providing a domiciliary service for patients with severe CFS/ME”.

She said in Stockport with a population of about 291,000 there is a CFS/ME population of approximately 873 of which it is expected 10 -12% will have severe CFS/ME i.e. about 96 people.  In the year April 2006 – March 2007 they had only accepted 5 severe cases to the service.  Severe ME is a hidden population and patients have a complex presentation rarely accessing GP services and often not accessing the care and benefits they are entitled to.  Their care is often managed by family and friends.  Tina then explained the care pathway they follow once referral is made to the service.  Their presence with the patient demands energy and this is very tiring for the patient.  A number of visits may be required to even complete the initial assessment of the patient, which is then followed by a complete review of medication, non prescribed treatments, previous management, diet if appropriate, rest postures and movement patterns and an overview of home support.  It is only then that management intervention, being a holistic approach involving patient, carers and family is planned and agreed.  Referrals may also be required to other agencies e.g. social services, community rehab teams, welfare rights etc.

7.  The final presentation was by Dr Steve Woby from the Department of Physiotherapy at North Manchester General Hospital.  He gave a detailed report with statistics about the research he has recently conducted “Predicting disability and fatigue in patients with chronic fatigue syndrome: the important role of cognitive factors”.  The aim of the study was to determine which factors contribute to levels of disability and fatigue in patients with Chronic Fatigue Syndrome within a physiotherapy treatment context and to refine treatments so that they target these factors and to improve efficacy of intervention.  163 patients with Chronic Fatigue Syndrome that had been screened and referred for physiotherapy at North Manchester General Hospital were invited to participate, 62% of patients consented (113 patients), Disability, fatigue, current pain intensity, anxiety & depression, functional self efficacy beliefs, catastrophizing, symptom vigilance & awareness, acceptance and activity pacing were all measured by questionnaires and predictors of disability and predictors of fatigue were identified.  The clinical implication reached was that interventions that target pertinent cognitive factors may help to reduce disability and fatigue, called interactive behavioural modification therapy (IBMT).

The “Energy for Life” programme at North Manchester General Hospital is a condition specific form of IBMT developed specifically for individuals with CFS/ME who demonstrate moderate levels of disability.  It is a 6 session programme each session is about 3.5 hours.  It is highly interactive and delivered to groups of approx 8 people, usually by 2 physiotherapists.  Education is interactive, to reconceptualise CFS/ME as    “non threatening” and promote activity engagement.  Exercise is by gradual exposure to exercises.  Progressive goal setting (activities that are currently avoided are identified and gradual exposure to these activities is negotiated).

The question was posed “Do patients benefit from IBMT?”  Of the 113 patients who initially consented data was collected from 49 patients.  Of those 62% reported an improvement, 27 % stayed the same and 9% reported a deterioration.

The overall summary & conclusion reached was:  pain intensity was strongly related to disability, whereas fatigue was not.  Chronic pain symptoms in Chronic Fatigue Syndrome compromise physical and social functioning more than fatigue.  Incorporate techniques aimed at reducing pain symptoms into treatment of Chronic Fatigue Syndrome.  Activity pacing was not related to disability or fatigue.  Cognitive factors were strongly related to levels of disability and fatigue, even after controlling for other important factors.  Targeting those cognitive factors during treatment might improve outcome.  IBMT targets some of these cognitive factors and 62% of patients (of the data collected from 49 patients) reported an improvement following this treatment.
A question and answer session then followed to the presentations.  Our Support Group was complimented on the way we had presented and the insight if had given about ME/CFS.

We finally left Wythenshawe hospital around 4.45pm, got stuck in the motorway rush hour traffic, suffered a ripped tyre due to debris on the motorway just before the Whitefield junction, waited just over an hour for breakdown recovery to attend as we were the 4th vehicle in the area to suffer such tyre damage and I finally got home at 7.40pm.  We were all exhausted but felt it had been a very successful day.

Yvonne Leech

DR NIGEL SPEIGHT – CHILDREN AND CFS/ME

FRIENDS MEETING HOUSE, STOCKPORT 23 FEBRUARY 2008

Dr Speight, a recently retired Consultant Paediatrician at the University Hospital of North Durham, has over 25 years experience of working with children with ME and their families.  During this time he has seen 200 with the condition in Durham and a further 200 from outside the area.  He was on the Chief Medical Officers ME/CFS working party and strongly advises parents to go straight to Liam Donaldson with any unresolved service problems.  Dr Speight is now working in the Midlands.  It was good to see a Consultant Paediatrician from Stockport and Frances Moulden, the Greater Manchester Childrens CFS Nurse Coordinator, present at the meeting that Pam and I attended.

Dr Speight believes that ME is primarily an organic illness and he cannot understand how some psychiatrists can possibly see severe ME in children as a psychiatric condition, saying it is a somatisation disorder in childhood.  Obviously like any unpleasant chronic illness there can be secondary psychological consequences.  Many GP’s struggle with ME as there is no medicinal cure as in other areas of medicine.  Some Paediatricians similarly believe they have nothing to offer and refer the child back to their GP.

Dr Speight believes ME is increasing in frequency and is essentially similar to that seen in adults.  Most of his cases are teenagers but he has seen a handful of quite severe cases in the 5-10 age group and two cases where the onset appeared to before the age of 2 years.

Management: Dr Speight believes children without a proper diagnosis of ME are at risk of being wrongly diagnosed as malingering or school phobic by their parents, teachers, peers and assorted professionals.  He believes all health professionals involved in the care of a young person need to be very careful in their management of the child as once they put a foot wrong they have blown all credibility with the child and the family.

Dr Speight believes too much Graded Exercise Therapy (GET) or Cognitive Behavioural Therapy (CBT) too early is harmful.  He believes GET and CBT are of marginal benefit only in some convalescent cases and have very little to offer the moderate or severe.

He believes all but the very mildest cases deserves long term support from a Consultant Paediatrician.  Practical help can include writing to the school explaining the condition, arranging home tuition for the cases too unwell to attend school, getting extra time or rest periods during exams and helping with DLA claims and appeals.

Symptomatic Treatment  Dr Speight believes there is quite a lot doctors can do to help with the symptoms such as pain, sleep problems etc.  He has found drugs like amitriptyline helpful for sleep reversal and pain, also melatonin for sleep.  Gamma Globulin injections can be useful if started early in the condition.  He has found the use of Ritalin quite gratifyingly effective in treating the brain fog of ME, often making a crucial difference in the ability to benefit from home tuition and to perform and survive in examinations.  If psychological symptoms/depression are prominent these should be managed on their merits by referral to psychiatrists who believe in the genuineness of the condition.

An interesting question and answer session followed the presentation.  If anybody would like a hard copy of the presentation please contact me at ryleech@talktalk.net or 0161 764 7822.  

Yvonne Leech
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