NHS Services for People with ME/CFS in Worcestershire

Herefordshire & Worcestershire 
CFS/ME Local Multi-Disciplinary Team (LMDT)

The CFS/ME LMDT Steering Group held a meeting on Monday, 23 January, 2012 - 
this is the first time this group had met since October 2010.  Attending this meeting were 
Dr Mirella Ling, Sue Gordon-Saner, Sue Jones, Dr Helen Ayres, Sara Morris, Gaynor Orlowsky (Dr Robert’s Secretary), Pat and Tony Adams (Joint Chair of the Herefordshire ME/CFS/FMS Group), Ian Logan (our Group Chair), Marg Foster (our Group committee) and myself.

Dr Mirella Ling, Specialist in Infectious Diseases Worcestershire Acute Hospital NHS Trust, 
is the Lead Clinician of the Herefordshire & Worcestershire Chronic Fatigue Syndrome/
Myalgic Encephalomyelitis (CFS/ME) Local Multi-Disciplinary Team (LMDT).   Dr Mirella Ling and Dr Mark Roberts, Specialist in Infectious Diseases Worcestershire Acute Hospital NHS Trust, hold CFS/ME Clinics in Kidderminster for a new diagnosis, or when further support 
is required - plus an Infectious Diseases Registrar occasionally takes the clinic.  
Dr Mark Roberts holds the clinics at Hereford.  

The CFS/ME LMDT’s Worcestershire Service now comprises of: 
Sue Gordon-Saner - Occupational Therapist / Co-ordinator (part time - 15 hours pw)
Sue Jones - Physiotherapist (part time - 15 hours pw)
Dr Helen Ayres -  Psychologist (part time - 7½ hours pw)
Sara Morris - Occupational Therapist (part time - 8 hours pw)
Debbie Masson - Occupational Therapist (part time - 10 hours pw). 
At the meeting we heard from Sue Gordon-Saner that since October 2011 she has been contracted to work 15 hours a week, whereas previously she was full time.  Also we were informed that Debbie Masson is working 10 hours a week covering the Bromsgrove, 
Redditch and Droitwich area.  She has a little experience of this speciality, and is going on 
some CFS/ME training courses run by Sue Pemberton from the Leeds service.  Plus, from 
1 January 2012, Sara Morris, OT in Tenbury has been contracted for 8 hours to the Worcs CFS/ME Service, and is meant to cover Kidderminster, Bewdley, Stourport, Tenbury and Malvern in those hours.  We were informed that as it takes Sara 1 hour to reach Malvern, 
she will not be covering this area.  She has no training in CFS/ME, and is currently shadowing Sue Gordon-Saner, and hopes to go on one of Sue Pemberton’s training days.  Both Debbie and Sara are attending the patient groups, in order to learn about that aspect of the work. 
The service is very under resourced but it is receiving more referrals - the Worcestershire CFS/ME Service referrals were 140 during 2011, compared with 81 during 2010.
The Paediatric CFS/ME Service report very few referrals - only about 5 patients for the whole of Worcestershire. They see everyone referred, and support their schooling and leisure and family needs.
Discussions took place concerning a referral form which would assist GPs when they refer patients to the CFS/ME Clinic, and we heard that many GPs prefer not to use such a form 
so this has not been introduced for the CFS/ME Clinic or LMDT.  

Sue Gordon-Saner reported that many of their patients develop fibromyalgia alongside CFS/ME, and they do not have the resources to give as much time as is needed, for this condition.   She said that they “have experience of pain management, but there are discrete needs for chronic pain, and we have not got the resources to give it enough attention as needed.  There seems to be some resistance within the GPs to refer to 2 specialist services.”  Discussions took place as to how this could be resolved in the future, and we heard that currently many GPs refer patients to Dr Bennett’s Worcestershire Pain Clinic, and GPs in 
the Wyre Forest area often refer patients to the Pain Clinic at Corbett Hospital in Stourbridge.

Discussions took place concerning how various parts of the service help patients - patients see Sue Gordon-Saner, Dr Helen Ayres and Sue Jones individually, plus Sue Gordon-Saner and Sue Jones continue to do groups around the county, to help people better manage the condition.   Sue Gordon-Saner reported that they “have been asked to reduce the groups to 
6 sessions, plus 2 Follow up sessions. The outcome has been enough for some, but some people have needed more time to learn and to accept what they need to do.”  They are about to start another Kidderminster and Worcester group during the week beginning 6 February, and another Malvern group in May  -  I asked if I could be there, so our group will be attending one of each group to introduce ourselves, and let people know we are here for them.

We were informed that members of the Worcestershire CFS/ME Service have recently attended various training courses including Diet, Mindfulness Meditation in chronic pain, 
and “how to implement the salient facts from the PACE trial”.  Sue Gordon-Saner says that “patients enjoy hearing about what we have recently learnt, especially because they know 
we pursue only evidence based knowledge, and they appreciate it is up to date knowledge.”
The meeting was planned for 3.00 - 5.00 pm, but it was already 5.00 pm when we reached the final item of  “Users input (JP et al)”.  At the meeting 15 months ago, we had a short discussion time whilst I handed out our group’s input.  But this time we only had a chance to point out that our input included findings from our questionnaire whilst a copy of our Group’s input was being circulated.  A copy of our input is being emailed to everyone involved in the LMDT to ensure everyone has this information.  
The handout included information from our members given on their membership form, 
plus messages received by email and phone just prior to the meeting.

Our members:  Group membership questionnaire  (Sept 2010 - August 2011)

We had 80 members in our group last year, and a total of 59 members completed the second page of the group’s membership questionnaire with questions about their medical treatment.  Of these 69.5% were female. The average length with ME/CFS is 15 years.  16.7% were under 18 at onset.  The average age of onset is 38.7.  The average current age is 53.

Of the 44 who recorded information about the consultant who diagnosed them, 
38.6% were diagnosed by either Mr Miller or Dr Roberts.  53.1% of 49 were referred 
to Sue Gordon-Saner - 83% (where known) by Mr Miller or Dr Roberts. 

For referrals to the LMDT (between 47-52 responses) 
referrals to group therapy was 23.5%,  to OT 1:1 was 34.6%,  
to Physio 1:1 was 22.4%,  and Psychologist 1:1 was 2.1% (one person).

Following the LMDT management treatment (between 20-22 responses) 
Straight afterwards
30% 
improved, and
10% 
worsened. 
Since the treatment
27.3%
improved, and
22.7%
worsened. 

For all members 30% have improved over the years and 26.5% worsened (49 responses).

58.2% do not see their GP on a regular basis (55 responses)

Our handout highlighted - 
Invest in ME Conference - 1 June 2012, Westminster, London.  (7th IiME Conference)  

Medical Research Council (MRC) award of more than £1.6m for research into the causes of CFS/ME. - announced in December 2011

The Myalgic Encephalomyelitis (ME) International Consensus Criteria (ICC) - published 
in the Journal of Internal Medicine in October, available from their website in July 2011.  

InnovAiT GP Guidelines on 'CFS' published in July 2011 (letter to Forward-ME)
Health and Social Care Bill 2010  /  Welfare Reform Bill 2011

Following was also included on our group’s input - 

Research

During last year’s meeting we heard from Dr Ling that the Herefordshire & Worcestershire LMDT would take part in any national research taking place, but they are not in a position 
to be able to implement research themselves.  This disappointed members of our group 

Rituximab

We had the good news from one of our members that rituximab, a drug used as part of the apparently successful treatment for his non-Hodgkin’s lymphoma’. appears to have helped his ME at the same time.  He says it appears not to have had a noticeable effect on the 
ME until approx 24 months after the start of the chemo.

We heard the above news following the New Scientist announcement in October 2010 - 

“An anti-cancer drug could hold the key to treating chronic fatigue syndrome (CFS).“

Symptoms of the disease eased in 10 of 15 patients given rituximab, an anti-lymphoma drug.  Rituximab works by destroying white blood cells that make antibodies, called B cells. The results of the trial therefore strongly suggest that these white blood cells might be involved in causing CFS - a disorder also known as "yuppie flu" or myalgic encephalomyelitis (ME), 
and one that has so far defied explanation.

www.newscientist.com/article/dn21065-chronic-fatigue-syndrome-eased-by-cancer-drug.html 

Remarks from members (received during the few days by email/phone, prior to the meeting )
· My GP referred me to Dr Ling in March 2011 when I needed support for my ESA appeal.  
I had been diagnosed by Dr Miller in 2001, and I had a thorough consultation with Dr Ling last year who arranged blood tests, and gave me a supporting letter.  My GP also gave me a very supportive letter - she had been helpful with work related support, but should I have any questions about ME/CFS treatments all GPs within our practice just tell me that
I would need to contact the LMDT.

· I have seen Sue Gordon-Saner and attended the Group Therapy sessions, plus am now seeing Sue Jones. I am very grateful to Sue Gordon-Saner for her support with occupational health at work.  I found the group therapy useful for being in touch with other people in the same situation.  Unfortunately I am now discharged from the LMDT, although I have been told that I can phone if I need help.

My GP was also supportive with work related issues, but is not able to help with any ME/CFS treatment questions.

· I was referred recently to the CFS clinic in Kidderminster with Dr. Mark Roberts by my GP Dr Henry (Abbey Medical Practice, Evesham) and received an appointment for the 31st Jan. Then I received a letter stating that my appointment was cancelled as it was "not appropriate" for me to attend the clinic!  My GP is investigating what is going on, but I have to admit I was stunned - afterall, if you have CFS/ME then you should be registered with the clinic surely?  Even if they can't do much for you. 

· My daughter and I recently had a consultation with Dr Ling, via referral by our GP at our request.  This was not initial diagnosis of course - simply to gain information in connection with another health problem.   The waiting time was 2-3 weeks as I remember and we found this quite quick and helpful. 

· I have been very lucky in that I have regular appointments with Sue Gordon-Saner every 2-3 months.  Talking things over helps me gain a better understanding of my condition, but putting into practice some of her advice I find very difficult.  Sue referred me to Sue Jones for physio and I saw her twice this year.  The exercises she gave me are useful, but the Bowen therapy session was less so.  I decided to try acupuncture, so we have agreed that I try that first and go back to her if/when I feel this is not helping sufficiently.

· Sue Gordon-Saner referred me to Helen Ayres. I saw Helen 12 times between November 2010 and August 2011.  I found Dr Ayres to be an approachable person, but I found the sessions in sum to be the most opposite possible of helpful. I feel they eroded my self-confidence and self-esteem and therefore I could not recommend my personal experience to anyone else.  I have immense respect for Sue Gordon-Saner and Sue Jones, who show dedication beyond the call of duty.  We need more of them, more like them, more trained by them, and more hours of them.

· When the M.E. suddenly became much worse in May 2010 I consulted Dr Myhill as a postal patient. Now 18 months later after following her advice re supplements, change of diet, the regular use of an infra red sleeping bag as well as having mercury fillings removed and chelation therapy to rid the body of mercury nestling in various organs I am so much better!! 
I did not have any help from my GP - he was sympathetic... "Our practice cannot go along with the theories of this woman who has had disciplinary measures taken against her by the GMC".

At the time I was willing to try anything;I only ageed to see Dr Roberts as I was hoping that he would recommend a prescription for magnesium and Vit B12 to be given by injection which at the time Dr Myhill was unable to do.   The consult was a total waste of my time and what very little energy I had. He completely dismissed Dr Myhill`s recommendations and referred me to the dangers of putting my trust in her. He mentioned Dr Shipley!!!! He didn`t have a clue "you would benefit from doing a little bit extra every day" !!! He did offer me the services of the team . I was so angry I refused.   The initial results of the mitochondrial function test in June 2010 had confirmed that I had an extremely low score; quoting from Dr Myhill`s letter to aid my application for DLA ..."therefore by these tests she has an extremely marked disability which equates to 20/100 on the disability scale.

Subsequent to the meeting, on 30 January our group received the CFS/ME Psychology Service Review of 2011 from Dr Helen Ayres.  This gives the current service profile, explains the referral pathway, and the number of referrals from June 2010 to May 2011.  It also gives details of the interventions currently delivered at an individual level, and areas the service wishes to explore and address.  The Review states that there were 49 referrals from June 2010 to May 2011, “(of which 5 were rejected as not appropriate)”.  
The Review explains that the service offers outpatient appoints in Kidderminster, and has
“a long waiting list and current waiting times are approximately 12 months which clearly 
exceeds recommended 18 week wait and is unsatisfactory to both the service and client group” 
Subsequently we received a further explanation from Helen: 
With regards to psychology waiting times, there are currently 32 on the waiting list.
The waiting time currently from opt-in to assessment is 4-5 months
The waiting time from assessment to start of therapy is 6 months

Therefore, total waiting time is still almost 12 months. I plan to have assessed everyone 
on the waiting list by April 2012, after which my intention is to provide early assessments (within 8 weeks of opt in), enabling earlier redirecting/signposting to other services where appropriate, offering self-help materials, etc. I envisage that my waiting time from assessment to start of therapy will increase over time.”
Jill Pigott
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