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April 2007 Newsletter

We have now heard that the next meeting 
of the LMDT Steering Group will be on Wednesday 6 June.

Despite the fact that we keep in touch with members of the LMDT, we have very little news to give you at the moment.

At the October meeting we were informed that the LMDT would meet before Christmas to work on the pathway, based on patients who had already been through the system.  We hope to receive information on this at the forthcoming meeting, plus the CFS/ME criteria/referral facts being given to GPs.

The Worcestershire team of therapists holds group therapy sessions in various parts of the county which also includes input from a dietician.  

Sue Gordon-Saner tells us that these sessions are “all about management of the condition, and helping a better quality of life through balance and pacing, and thinking optimistically, rather than pessimistically.  It is an illness where lots 
of body systems are involved, but this approach helps in the rebalancing, which is required.”

We have received a few comments on the group sessions, and would like to hear from more people as to how they have benefited.  Please contact me with your thoughts on the LMDT.

August 2007 newsletter
Pauline Ovenden, President of Herefordshire Group, Ian Logan, and I attended the Steering Group meeting. on Wednesday 
6 June.  The Clinicians held a meeting prior 
to the Steering Group meeting.
We were informed that the clinicians had agreed to work out a Referral Criteria along the lines of the Frenchay Criteria.  Dr Roberts and clinicians will be discussing this further.  This criteria can be seen at:  www.cfspod.net/Document%20files/Bristol/
REFERRAL%20CRITERIA%20_2_.pdf

We were informed that the LMDT will follow the clinical care pathway in the NICE Guideline.  (The NICE Guideline will be published on 22 August, so this maybe available by the time you receive this newsletter).  The minutes of this meeting stated that it will ‘also need simplifying’ -
I have queried this, but have not been informed what this means (as of 10 August).
Dr Roberts had previously said that he was only seeing new patients, as the ‘treatment’ from the LMDT helps new sufferers best.  We are now told that he is seeing new referrals, some of whom have lived with symptoms for 20 years plus.  Contact your GP if you would like a referral to see Dr Roberts.

Sue Gordon-Saner, Occupational Therapist, gave the LMDT information on the group therapy sessions held in Kidderminster, Bromsgrove/Redditch, Malvern, and Worcester, and stated that a group would commence in Pershore in September.  We have since asked for the number of people who have attended these sessions.

Membership information giving 'people recently diagnosed, and therapies offered by the NHS since 2005' was given to the LMDT.  This information was taken from the 2006/2007 membership forms, plus members were contacted who had recently seen Dr Roberts 
so we could obtain recent information.

CFS/ME Paediatric OT Service in Wyre Forest was discussed as we had been informed that this position was ‘frozen’.  The situation has been taken up with Dr Richard Taylor MP for Wyre Forest.

October 2007 newsletter

The last Steering Group meeting was held on 6 June.  At the next meeting we are hoping to receive decisions on the referral criteria to be used in Herefordshire and Worcestershire. 
In June we were informed that it will probably be along the lines of the Frenchay Criteria.  This criteria can be seen at:  www.cfspod.net/Document%20files/Bristol/
REFERRAL%20CRITERIA%20_2_.pdf

Now that the NICE Clinical Guideline’s care pathway has been published, the LMDT Steering Group has plenty to discuss, and we understand there will be another LMDT meeting next month.

Membership information giving 'people recently diagnosed, and therapies offered by the NHS since 2005' was given to the LMDT.  This information was taken from last year’s membership forms. 

At the next meeting, information from the 2007/2008 will be circulated - so please help 
the Group to help you, by completing your 
latest membership forms.
December 2007 newsletter

November meetings

In November Sue Gordon-Saner, Senior Occupational Therapist (OT), and Sue Jones, Physiotherapist, with the Herefordshire and Worcestershire CFS/ME Local Multi-Disciplinary Team (LMDT), met members and answered their questions, at the Bromsgrove, Malvern, Pershore and Worcester meetings.
With meetings in these four locations it gave different people the opportunity to ask their questions about the local Chronic Fatigue Syndrome / Myalgic Encephalomyelitis Local Multi-Disciplinary Team 

- thank you Sue and Sue.
Extract from our group handout at the November meetings:

The formation of the Herefordshire and Worcestershire CFS/ME LMDT was 
a slow process, firstly as Dr Miller left Worcestershire, then various posts were ‘frozen’ by the Government.  More recently the amalgamation of the three Worcestershire Primary Care Trusts has caused a holdup, which we understand will be rectified in the new year.

Individual support can be very helpful, 
but the Group Therapy sessions, not necessarily so.

In September a member told the group 
that the sessions are not promoted with 
sufficient duty of care, and are ‘Downright 
Dangerous’.  He pointed out that forcing 
yourself up to a higher base line is dangerous and with him caused periods of faintness.  
He conscientiously tried to follow advice, 
and eventually collapsed and was taken to hospital.

These group therapy sessions are run to 
a strict programme - people need individual 
help so advice can be flexible.  Group therapy sessions mean that more people can be seen - but the reaction from our members is not good:

Attended first two sessions so far - 
I am very confused.  Information being received at group therapy is very contradictory - one minute we are being told it is all in the mind, the next minute it isn’t.

I am concerned the LMDT is unaware 
of the basic ME definition and treatment protocol, ie the World Health Organisation’s definition of ME as a physical-neurological condition.  (WHO ICD-10 93.3  -  
see www.who.int/classifications/
apps/icd/icd10online/)

I recommend people attend the groups for information, but the impression created was that everything is due to deconditioning, and if you manage your life properly you will become okay. 

Group sessions disappointing.  Assumption that people in group had been ‘living wrong’.  Waste of time/energy receiving inappropriate information due to group sessions.  Two hour sessions far too long - long periods of concentration demanded without a break.

The sessions are too long - I was exhausted after them.  Is this a good example of managing the condition.


Information from a 
Herefordshire & Worcestershire CFS/ME Local Multi-Disciplinary Team (LMDT) handout:

Worcestershire Chronic Fatigue Syndrome / Myalgic Encephalomyelitis (CFS/ME) Service
The Worcestershire CFS/ME Team offers 
a multi professional service to those adults who have a primary diagnosis of chronic debilitating fatigue for which there is no alternative diagnosis.  Patients must have been previously screened for a differential diagnosis, and fulfil the criteria for CFS/ME.  Those young people who suffer CFS/ME are seen by specialist Occupational Therapists 
in the Paediatric Community Teams.

The team includes:

Consultant in Infectious Diseases P/T

Service Co-ordinator / Occupational Therapist F/T

Physiotherapist P/T

Psychologist P/T

Dietician - sessional for the groups

Referrals are accepted primarily through the consultant physician, but also from General Practitioners who have completed the diagnostic screening, and are certain of the CFS/ME diagnosis.

The team provides both individual and group interventions for those patients fulfilling the criteria.

The service adopts a model of care 
which encourages patients to learn physical, psychological and practical self management techniques to improve functional ability, and quality of life.

The service provides a specialist assessment 
to ascertain predisposing, precipitating and perpetuating factors of the illness, and the 
needs of the individual patients.

The interventions include:

Understanding symptoms of CFS/ME, 
and how to manage Setbacks.

Self management advice to minimise deconditioning through too little activity, 
and Goal Setting for greater quality of life.

Grading activity, Pacing of activity, 
and Lifestyle management.

Stress Management and Relaxation.

Stabilising Sleep and Rest.

Help with pain management.

Help with memory and concentration.

Help to return to exercise.

Help to return to work.

Help with Communication and Relationships.

Help to regain optimism and self confidence.

The Worcestershire CFS/ME Team can be contacted at:  01527 488316

February 2008 newsletter

A date for the next LMDT Steering Group, has still not been arranged - we hope to have more news to report in the next newsletter.

You are able to request a referral to see 
Dr Mark Roberts.

Dr Mark Roberts, Specialist in Infectious Diseases, is the Lead Clinician of the Worcestershire Chronic Fatigue Syndrome / Myalgic Encephalomyelitis (CFS/ME) Local Multi-Disciplinary Team.  He holds CFS/ME Clinics in Kidderminster for a new diagnosis, or when further support is required.

We are grateful to Sue Gordon-Saner, 
CFS/ME Service co-ordinator and Occupational therapist, who invited me along to the first session of the latest group therapy course 
in Worcester enabling us to circulate our December newsletter.  

We promised to include information from another LMDT handout, concerning the group therapy sessions, but unfortunately this is not yet available.

Groups are a way for the LMDT to see more people, but it definitely is not the ideal situation.


Individual sessions with an OT are normally up to an hour, and you have the possibility of having your carer there too to do some of the remembering, thinking, etc.  But the groups �are two hour sessions which are far too long for the majority of people with ME/CFS.
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