NHS Services for People with ME/CFS in Worcestershire

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

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 LMDT’s Worcestershire CFS/ME Service comprises of: 
Sue Gordon-Saner - Occupational Therapist / Co-ordinator
Sue Jones - Physiotherapist
Dr Helen Ayres -  Psychologist.

The LMDT Steering Group held a meeting on Monday, 18 October - the first time this group had met since July 2009.  This gave us an opportunity of meeting Dr Mirella Ling who became the LMDT Lead Clinician in May this year.  Attending this meeting were Dr Mirella Ling, Sue Gordon-Saner, Sue Jones, Helen Ayres, Amanda Kimpton - Worcestershire PCT Clinical Service Manager, Pat and Tony Adams - Joint Chair of the Herefordshire ME/CFS/FMS Group, and myself.

A Herefordshire and Worcestershire referral/treatment pathway was circulated just a couple of days prior to the meeting, and a referral form to enable GPs to refer their patients to the LMDT was handed out at the meeting.  A large part of the meeting involved discussion on the pathway and all it entailed.  The first step is given as “Fatigue over 4 months with significant reduction in functioning” but we were informed by Amanda Kimpton that at the present time patients are mainly referred to the LMDT after 6 months and discussion took place as to whether the ‘4 months’ would be possible in Herefordshire and Worcestershire, and how the change would affect the numbers being referred to the team.  Dr Ling pointed out that the NICE Guideline stated to offer referral within 3 to 4 months of onset and we needed to follow this guideline.  Sue Gordon-Saner added that it became very important to be able to help prior to the six month stage, particularly when patient’s employers were involved as a consultant’s diagnosis means this can help regarding disability discrimination.  This needs to be decided before further progress can be made, and once the pathway and referral are agreed upon they could be made available to the two counties’ GPs.  Amanda Kimpton said she would make enquiries with the commissioning team and report back.

The proposed pathway suggests that once patients have received management treatment from the LMDT they are referred back to their GP for “Ongoing Support”.  I pointed out that a large number of GPs are not able to give support to people with ME/CFS, prior or after diagnosis, as they do not know how to treat people with ME/CFS’s symptoms.  Discussion took place as to the best way of circulating information and holding meetings for GPs.  We now hope that this progresses into knowledge being available for all GPs in the two counties.

Last year we heard that the Worcestershire service’s admin support comprised of only 7 hours a week.  The good news is that this is now 14 hours a week  - this is admin support for Sue Gordon-Saner and Sue Jones, there is no admin support in place for Helen Ayres.  

Sue Gordon-Saner reported that there are currently 20 people on the Worcestershire waiting list, and they have 4 new referrals a week.  Helen Ayres reported that when she joined the team there was a very long waiting list, and there are now 28 people waiting to see her.  There was not any information available concerning the Herefordshire Service’s situation. 

The meeting was planned for 3.00 - 4.30 pm, but it was already after 4.30 pm when we reached the final item of “Patient Group feedback/participation”, and we were asked if there was anything to add that had not already been discussed.  During the next ten minutes I handed out information concerning our group.  This covered our involvement in 

· the All Party Parliamentary Group on ME’s Inquiry into the NHS Services, 

· the MEA’s major survey (attaching the two pages from the MEA’s Spring 2009 ME Essential magazine giving ‘symptoms experienced’ and ‘therapies and treatments which people with ME/CFS found most helpful’), and 

· the West Midlands ME Groups Consortium’s statements concerning BACME (The British Association for CFS/ME).  

The handout included information from our members given on their latest membership form (received during September and October), plus messages received by email and phone just prior to the meeting.

Remarks from members on their forms, included on our handout circulated at the meeting:

· Too ill to receive treatment from the LMDT
· Has been stable for many years, but reduced energy makes careful pacing essential.  Recent recurrence of ME symptoms worrying.   I must emphasise that my ME never went away, but I adjusted my lifestyle to the capabilities it left me.  I was unable to get back to work and have never received any treatment.  I was just told to rest.

· I could not get treatment as was told I'm not in catchment area 
· As I do not live in Worcestershire I do not qualify for the LMDT sessions  

· My condition worsened because I tried to work as well, and it was too much, and I had a very severe relapse Jan/Feb 2010 so back to square 1.  Trying to put what I learnt into practice but not easy.

· No real interest or help from NHS except for treatment of intercurrent problems.  Significant improvement not achieved until I consulted Dr Barry Durrant-Peatfield * who diagnosed problems with my adrenal glands.  I was advised to take Bovine glandular supplements which produced a marked improvement within six months and continuing slow improvement over 3 years.    I can now cope with daylight all day whereas before I stayed in a curtained room except at meal times.  My biggest problem remains my legs which pack up after 40-50 paces which can be done twice per day.

· Found group therapy meeting too long.  Not well enough to attend all sessions, so did not see the Dietician.

· GP sympathetic but no help whatsoever from medical profession.  Live alone, work part time, no social life as no energy left
· Every day living should not be this hard

· My illness fluctuates.  This year has been better but only a little.  Previous years worse.  Always relapses especially triggered by virus or emotional trauma.

· My GP has been a rock in sorting me out.  It was a long process but he was spot on and still is.  My wife works at KGH and wanted a second opinion.  I saw Dr Roberts, 20 mins £150 later "your doctor is spot on with all his analysis".

Recent messages from members, included on our handout circulated at the meeting:

· Xxxx’s progress with the LMDT team has been slow yet favourable and she has certainly benefited from the teams efforts.  Her experience with her GP has not been so good.  Whilst acknowledging the condition his input has been negligible and having a sympathetic demeanour, he has stepped out of the picture and left it to the team.  

· I don't see how a GP can give ongoing support as provided by LMDT even if a patient has improved - those services do not exist within the GP practice  - it's too specialized, that's why we get referred in the first place !  Also I feel that referring a patient back to the GP undermines the recovery programme - I think its a step backwards.

· To give ongoing support, GP needs directions from LMDT as to how to progress. 
My GP knows my symptoms, but does not know how to treat them, just feels that the LMDT has the answers.
LMDT cannot know how well their services benefit patients in the long term because patients are not asked.  
Could LMDT be changed to a name that is understandable to the patients.

· As you know xxxx is bedbound.
She receives no help from LMDT whatsoever and we understand they 
don't do home visits.  This means they do not cover the very severely affected.  
An unacceptable response from the unit.
xxxx is drug intolerant. They have proved damaging to her health when tried.
The specialist Dr Roberts only visited privately (that is he had to be paid and this 
by the very severely affected).  He was useless as he took the psychosocial paradigm and if there is a new one I hope he or she is not guided by NICE guidelines which presume the psychological model for treatment.
What do LMDT do for the severely affected and bedbound or housedbound?
These are the patients in most need of help and are the most neglected by the NHS. 

· The APPG on ME Group Inquiry Report stated “that it is vital that further biomedical research is undertaken to help discover a cause and more effective forms of management for this disease”.  This recommendation also mentioned the XMRV research
With our LMDT being based in the Worcestershire PCT’s Infectious Diseases Department, we feel we are in a prime position for research to be undertaken here, leading to treatment.  What plans are there for the Worcestershire PCT to become involved in the current research?  Many pwme have sent off blood tests for XMRV - when will this be able to happen locally?

Dr Ling explained that there is a Dudley CFS/ME service, (but not a CFS/ME consultant in that area), and people could ask their GP for a referral to the Dudley service.  She said that this should in future be explained during their consultation at Kidderminster as it is not possible for the Worcestershire PCT to refer them direct to the Dudley service.

Dr Ling stated that they do not discourage people going to alternative therapies, and explained that the only problem is that the NHS will only fund if it is evidence based. 

We also 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.  

It was not possible to discuss our concerns further in the limited time available at the end of the meeting, but Dr Ling did mention that it was useful to receive input from members of our group.   We understand that the next meeting will be in the Spring. 

Jill Pigott
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