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June 2004 newsletter

CFS/M.E. and the NHS in Worcestershire

Latest news regarding our future M.E. Care-pathway

A bid was placed in April for a Herefordshire and Worcestershire CFS/M.E. Multi-Disciplinary Team (MDT).   
A copy of this bid was sent to members with the April newsletter, and is now available online -  www.geocities.com/worcsmegroup/news.
We now await the decision  -  we understand the announcement will be in July.

The April newsletter gave a list of clinical champions for the Clinical Network Coordinating Centres (CNCCs).  This included Dr Hugh Rickards, a Neuropsychiatrist, the clinical champion for West Midlands/Birmingham.

Jenny Griffin of the Solihull and Birmingham Support Group is keeping us up-to-date with progress.

The following explains further -

News Update On The New Clinics

	First a memory jogger!

· CNCC - 
Clinical Network Coordinating Centre 
(centres of excellence for CFS/ME -  the ‘hub’ of each area’s service provision)
· LMDT-
Local Multidisciplinary Team
(local teams to operate as a ‘spoke’ from the ‘hub’, or CNCC)

· PCT -
Primary Care Trust 
(the NHS service which purchases and commissions all healthcare for each local area)

· DoH -
Department of Health


Alistair, Marjorie and I attended the first meeting of the CFS/ME Strategy Group on March 23rd, which has been formed to implement the setting up of the services for CFS/ME following the successful bids for DoH money in January.

Dr Hugh Rickards (HR), our new Clinical Champion, chaired the meeting along with 
Dr Chris Spencer Jones (CSJ) from South Birmingham PCT.  Yvonne Searle, Alison and Terry (the clinical psychologists from S B’ham) were also present.

The following issues were discussed:

1. The CNCC ‘catchment’ area had been extended by the DoH to cover all the old West Midlands Health Area.  This would now include Worcs, Hereford, Staffs and possibly Warwicks, as well as Greater Birmingham, Sandwell, Solihull and the Black Country 
who were in the original CNCC bid. 
Worcs and Hereford, and South Staffs have bid for LMDTs in April (result in July) and there was a successful bid already for an LMDT in Nuneaton.  We asked if patient groups from these areas would have access to the CNCC and it was decided they would but, because of extra demand on services, access may have to be rationed. 

2. CSJ pointed out that the South B’ham LMDT facilities may have to be limited to South B’ham residents if demand was high, because other areas had not provided local services.  Obviously the CNCC could not cope with extra demand created by this shortfall.  Other PCTs were urged to bid for extra funding in April from the DoH to provide LMDTs in their own area.  So far no other local PCTs had done this.  Action: Solihull & S B’ham Support group to write to all local PCTs and ask them to bid.  CSJ and HR to support any bids.  Alistair to contact Solihull PCT direct and CSJ to support.

3. HR outlined immediate strategy: to look for premises and recruit staff.  HR said that Dr Bagary had been working as his research assistant already and he hoped to recruit him onto permanent staff.  Also needed were a senior clinician and part time secretary.  Much discussion amongst all as to the nature of the staffing structure and the need for a ‘coordinator’ post.  This was unresolved at this meeting.

HR also gave us the figures for the awards from the DoH bids - 
 Approx - £135,000 for the B’ham/West Mids CNCC over 2 years;  
£167,000 for the s B’ham LMDT over 2 years; 
£84,000 for the specialist LMDT (family therapy) over 2 years.

4. CSJ told us that the DoH had asked for a link with children’s ME services and it was decided to ask Dr MacLellan from the Children’s Hospital to join the Strategy Group.

5. Timescales: It was hoped the CNCC would be seeing patients by the summer, but only for diagnosis and tests at first.  Full clinical team maybe not in place until April 2005.  CSJ said that the CNNC must officially start putting any referrals on ‘waiting list’ from April 1st 2004 (the official start day for future costings!)  Both LMDTs hoped to be starting up by October 2004

6. Future strategy: education of GPs and primary care groups, treatments, holistic support etc. Discussion on various treatment options.

7. Meet again in late May?

From:  Solihull & South Birmingham’s June newsletter

Jenny also told us that the Strategy meeting suggested for May was eventually postponed until July owing to very slow progress and nothing much to report.   
Jenny Griffin is one of the User Representatives on the Implementation Committee for the new Birmingham/ West Midlands CNCC

And our future …………

We await the news in July  - 

and we urge the Worcestershire PCTs to make maximum use of any opportunity that will support M.E./CFS/FMS sufferers as there is woefully insufficient available at the moment.  

We wish to be kept fully informed and involved in the future development of services for the treatment of CFS/M.E. sufferers in our county, and have been invited to be represented on future planning committees.  Are you interested in representing the group at one of the meetings, so we are always involved  -  
please let me know.  

However you are affected by M.E./CFS/FMS, whether you are a patient, carer, or parent of a sufferer, your input would be appreciated.
Jill  Pigott

August 2004 newsletter

…first, the National News ……………….
-  from Action for M.E.’s website -

NHS services for M.E.

We are ensuring that the needs of people with M.E. are met in the government's plans for new improved M.E. services in England. 

In May 2003 the government announced that it was giving a 'cash-injection' of £8.5 million to develop new NHS services for people with M.E. in England.  You can read more about the announcement in news but in essence the Department of Health (DoH) tells us that the funding will help to:

· Establish Clinical Network Coordinating Centres (CNCCs) across the country to champion the development of services and improve clinical care

· Set up Local Multi-Disciplinary Teams (LMDTs) to develop services within primary care to support GPs and other health professionals

· Facilitate access to specialist assessment for diagnosis and advice on clinical management for patients and health professionals

· Provide education and training in M.E./CFS to healthcare professionals and support clinical research

Campaigning for improved NHS services for people with M.E. is central to our work and we are delighted that this funding will help to realise many of the developments we have been calling for. 

Read our document outlining our requirements for services, as endorsed by the M.E. Alliance of patient organisations.

Our role from now on is to ensure that people affected by M.E. are involved in the development of these services.  The DoH has awarded us funding to specifically support this work and has given us a coordinating role in the process.  Action for M.E. has just completed a series of site visits to some of the existing NHS services within England. Interviews were conducted with the service teams as well as patients attending the services, and GPs were sent questionnaires. The results have been compiled into a report that provides examples of how things 'work on the ground'. We hope that the newly funded services will be able to use this information, as well as working with patients locally, to develop a truly effective service.

We will also be lobbying health ministers in Scotland, Wales and Northern Ireland to fund services.

The funding process 
The DoH invited bids for funding in two rounds, with announcements taking place in January and August 2004.  These bids have been considered by an Investment Steering Group, brought together by the Department of Health but made up of a range of independent experts.  The group is chaired by Professor Tony Pinching, who was also vice-chair of the Chief Medical Officer's Group on CFS/M.E. 

The money will be made available to establish new services between April 2004 and March 2006 though further funding should follow.  It will take time to recruit staff and set up new services, particularly given the well-publicised recruitment problems within the NHS.

Our role
We are now working with local support groups throughout England to seek their views on existing services and to help them work with local bidding organisations.

Read our August 2004 bulletin to get the latest news on developments. 

Patient/carer representation
To help support groups and individuals, we have produced a guide to provide some useful tips on how to get involved and feel confident as a patient/carer representative working with PCTs and local health care professionals.  We have also produced some guidelines for health organisations so they are aware of some practical steps they can take to make meetings more suitable for people with M.E./CFS.

http://www.afme.org.uk/campaigning.asp?table=contenttypethree_detail&pagetitle=Current%20campaigns&id=60

Good News  -  our future M.E. Care-pathway

The four Primary Care Trusts of Herefordshire, South Worcestershire, Redditch & Bromsgrove, and Wyre Forest placed a bid in April for a Herefordshire and Worcestershire CFS/M.E. Multi-Disciplinary Team (MDT).  

In June the Department of Health advised that if the bid was reduced down from £203,170 to £120,000, we would be successful.

The revised bid for CFS services has been accepted, and Herefordshire and Worcestershire CFS/M.E. (MDT) will receive the funding from April 2005.

The initial bid was circulated to all members in April, and the accepted revised bid is now available online -  www.geocities.com/worcsmegroup, or via the Worcestershire M.E. Support Group’s library.
The amendments to the previous bid are:

Following added to Section 2, no. 3

· Dr Marie Hanlon from Worcestershire Acute Hospital has agreed to take on the role 
of lead paediatric clinician, advising and supporting the LMDT in the care of paediatric ME/CFS sufferers and in the crucial transitional period from young person to adult.

Section 8 - Budget Estimate for Resources 2005-2006

This has been amended to:

	Centre/Team Proposal  For 50 new patients p.a.
	Cost of New Service

	Staff Costs  (including employer’s costs)
	

	Salaries

2 x Grade A Psychologist
(0.2 wte)
£18,800

2 x Occupational Therapist, senior 1
(whole time)
£59,000

2 x Dietician
(0.2 wte)
£  8,700

2 x Physiotherapist, Senior 1
(0.2 wte)
£12,000

	Related Staff Costs
	

	Recruitment
	Use of local advertising

	Training
	
£3,000

	Travel Expenses
	
£7,000

	Other Costs
	

	Overhead costs including management at 10%

(Start up)

Equipment (non recurring, including IT, audio visual and stationery)
	
£10,850

            

	Total Expenditure:
	
£119,350


We were represented on two of the ‘bid’ planning meetings, and the Primary Care Trusts have invited us to be represented on future planning committees.  Are you interested in representing the group at one, or more, of the meetings, so we are always involved  -  please let me know.  

The Primary Care Trusts have received information from our discussion meetings, and questionnaires during the last year, and we want to continue with this involvement.  We have emphasised the fact that M.E. becomes much worse if treated inappropriately and provision needs to reflect the needs of the particular patient.  

However you are affected by M.E./CFS/FMS, whether you are a patient, carer, or parent of a sufferer, your input would be appreciated.

Jill  Pigott
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