
Norfolk LINk report

TO: GT Yarmouth and Waveney HOSC

Venue: Kings Centre, Gt Yarmouth

Date: 27th July 2010

Time 10.30am

Agenda Item: ME/CFS 

This report is based on contact with patient representatives for the following organisations and individual patients and carers views. These groups represent a vast number of patients across both counties. 

BRAME

ME Support Norfolk

25% Group (local members)

West Norfolk ME Support Group

Suffolk Youth and Parent Support Group

ME Drop In Support Group Gt Yarmouth

Beccles and District ME/CFS Support Group

History HOSC:

1. This service, (a  Department of Health designated ME/CFS Local Multi Disciplinary Team ( LMDT)), provided by the GT Yarmouth and Waveney (GT Y&W) Provider arm and commissioned by NHS GT Y&W, NHS Suffolk and NHS Norfolk has been coming before the GT Y&W HOSC since March 2007.

2.  It has been before Norfolk and Suffolk HOSC prior to this. The Joint Committee had first considered this issue on 12 August 2008 and heard of past and current concerns of patient and carer groups about the level and nature of service provision.

3. Went to Joint Regional HOSC in 2008 and the SHA had been alerted to concern in 2006.

4. On successive meetings on 12 May 2009 and 12 November 2009 HOSC members expressed disappointment at the fact that little progress had been made but were reassured by proposals for NHS Norfolk to lead commissioning arrangements for the service on behalf of NHS Norfolk, NHS Suffolk and NHS Great Yarmouth and Waveney.

5. On 12 November 2009 the Joint Committee made recommendations relating to reinstating an acceptable consultant led service as soon as possible, and wanted to be kept informed of delays and reasons for them.

6. In mid January 2010 patient representatives contacted the Scrutiny Team Manager at Suffolk with concerns that the promised progress was not being made.

Brief Service History 

2001- Gt Yarmouth & Waveney Commissioner, Graham Dodd, formalised the setting up of a Consultant led Specialist ME/CFS Service with PCT Board approval.

2003/2004 – Department of Health awarded Waveney PCT funding for a specialist ME/CFS designated Consultant led  Clinical Network Coordinating Centre(CNCC); this service provided for all patients from mild to severe –however, in 2005/2006,  this funding was lost and moved to Peterborough PCT.

2005 – Substantial Variance/ change to service without patient/carer engagement – removal of consultant with special interest – and without informing the 3 PCT boards. 

2007 – Setting up of Service Development Project Group(SDPG) which included patients representatives – final draft  specification not endorsed by neither  patient Service Development Project Group representatives nor attendant  HOSC observer Councillor Malcolm Cherry, and current service still does not reflect those 2 years of  discussions held with patients 

 The Consultant for new service was written out of specification after 2006, 

2009 – The Consultation reference group was set up to draw up consultation, this was withdrawn after the Director of Strategy & Innovation saw it. 

2010 – Set up of Norfolk LINk /Suffolk LINk/ NHS / Patient /Carer service development group – Agreement finally reached (see appendix 1- NHS Norfolk, NHS Suffolk and NHS GT Y&W statement)

There are two issues which patients and carers are concerned about the current interim service and the progression on the development of the new service. 

All patients want is that which is set out under long term conditions National Service Framework

· Quicker and easier to use. 

· More closely matched to people's needs. 

· Better coordinated so that people do not have to see a lot of different professionals and repeat the same information about themselves.  

· Provided for as long as people need them, so that treatment continues without the need for a referral every time the person has a new problem. 

· Better at helping people with neurological conditions and their carers to make decisions about care and treatment.  

· Provided by people with knowledge and experience of specific conditions. 

· Giving people with long-term neurological conditions better results from their treatment.  

· Planned around the views of people with long-term neurological conditions and their carers. 

· Able to give people more choice about how and where they get treatment and care. 

· Better at helping people to live more independently. 

NHS National Services Framework – 2005/2015

• Ensure personal health plans for everyone with a long term condition

• Improve timely access to specialist advice and diagnostics in primary care

• Increase the emphasis on self care

Long Term Conditions as set out in Quality and Productivity SHA Delivery Plan

Delivering Towards the best, together

 Current Service for ME/ CFS - Interim

The difficulty began about 5 years ago; when the consultant Dr Mitchell resigned ( March 2006)and transfer his services   to Peterborough PCT. Peterborough PCT was, and still is the designated  Department of Health, “HUB”, or Clinical Network Coordinating Centre (CNCC) for the East Anglian region, with Dr Mitchell still on contract  to them as Honorary Clinical Champion for ME/CFS Services. 

Peterborough PCT should ideally be linked by commissioning agreements to support the “SPOKES”,  ie LMDT's in Cambridge( paediatric) , Peterborough, Norfolk and Suffolk PCT areas.

 Chris Humphris then NHS GT Y&W Commissioner report to HOSC (10th March 2009) that it had been brought to his attention by Norfolk LINk and Gt Yarmouth and Waveney complaints procedure that a significant number of moderate/severely affected Service Users (SU) of ME/CFS services were falling out of the system because there was not an adequate service in place to deal with their complex needs. This was due to the virtually non existing ongoing Care provision available following referral and diagnosis, i.e. this service had been stopped therefore no longer commissioned 

 This can be supported by patient survey 2009 evidence produced by Norfolk and Suffolk Patient Development Group and evaluated and endorsed by following clinicians and academics
, (Appendix two) 

1. Dr Luis Nacul – Consultant in Public Health Medicine l honorary clinical lecturer at the LSHTM and acting consultant in public health at the Health Protection Agency. Department of Epidemiology and Public Health Nutrition and Public Health Research Unit (NPHIRU)

2. Eliana Mattos Lacerda1, MD, MSc, PhD LSHTM

 Two leading public health physicians with expert knowledge of ME/CFS

Both are principle clinicians working on ME/CFS Research- 

(The Observatory is collaboration between Action for M.E., the University of East Anglia, Hull-York Medical School and the London School of Hygiene and Tropical Medicine.)

3. Dr Derek Pheby, UEA Norwich  National ME Observatory,   

4.  Professor Bernie Carter Professor of nursing University of Lancashire; 

As far as patients and Norfolk LINk are aware no patient survey or patient audit has been conducted by the PCT’s.  (A FOI request has been made 6th July 2010)

Patient representatives feel their survey, as it has gone through a rigorous process, could be used as the evidence base for shaping the new service; this survey has been shared with all three PCT’s and the provider arm. 

At the HOSC meeting October 2008 Mike Stonard was specifically asked which specification the current interim service would follow until the new service was in place and the answer was given as the “2001 model” .i.e., the 2001- Gt Yarmouth & Waveney Commissioner, Graham Dodd,  formalised  Consult led Specialist ME/CFS Service with PCT Board approval.

In April 2010, patient representatives were given a copy of the current specification used and indentified that this was not the service described, and that they have several serious issues with it. E.g. Exclusions list

James Elliott current commissioner of GT Y & W has agreed to meet with a few patient representatives to discuss this issue, however while this is appreciated by the patient representatives, they maintain patients safety is currently still at risk due to inadequate provision. 

There clearly appears to be gaps in information between what is being commissioned and what is being provided and Norfolk LINk would recommend closer monitoring of the current service. One example is a patient who has become withdrawn and will not leave the house; they have not received treatment, as the domiciliary care,  as stated in the specification does not appear to be operating. (This call was received by the Norfolk LINk Host office June 2010). 

A number of examples like this and worse can be given as patients and carers in desperation contact the ME groups asking for help and, information obtained under FOI  shows a significant number of claims for special and exception funding has been applied for from the 3 PCT’s. (Year on year since 2006)

A view: If the 3 PCT’s sort out the service, so that patients receive the level of care and information required the special and exception funding costs would go down, significant monies saved,  extreme distress and potential harm and risks  to some patients and their  families avoided.

Use of the community service 

It was reported at the Norfolk LINk meeting with commissioners on the 1stJuly 2010 that the service receives approximately 600 referrals a year this equates to 50 per month, 12 per week with a GPSWI service only 7 hours per week. Moderately affected ambulatory patients using the service attend for a number of sessions and then should receive yearly follow ups. Most of these referrals are from Suffolk and Norfolk. 

Severely affected bed or home bound and acute referrals only receive an initial visit for diagnosis, often, by only an OT with no clinical specialist input in attendance. 

Current staffing level at GT Y & W Community Service
 

3.24 (WTE) OT’s - Headcount 4

1.53 (WTE) Admin staff – Headcount 2

2 GPwSI’s each providing a 3 and a half hour session per week. 

1 GPwSI short, Therapists / admin hours fully staffed as per establishment

Current Financial situation 

James Elliott had finally agreed to make this available on request. Patient groups have repeatedly asked about financial liability of agreed reinstated service against funding agreed and against the aspirations for the future reinstatement of an appropriate service meeting patient need.

Risk Assessment: Current Equality and Diversity Impact Assessment- November 2009

No risks identified by Provider Arm Service Manager, new in post as of last year.

Presumably, this new manager had not been adequately briefed by senior commissioning management, as “risks” had repeatedly been reported by Patient Groups. This raises the issue of inadequacy of communication between Commissioning and Provider arm?

New service development 

Community Service 

In January 2010, NHS Norfolk, Suffolk and GT Y & W agreed and issued a statement to reinstate a consultant tier into the service, and to extend the community service into four further locations, Two in Norfolk and two in Suffolk. A time frame was given of 3 months Jan - Mar to identify staff and locations and 3 months April to June to implement service.  

This has not happened, although patients appreciate the NHS current climate, they are obviously concerned that the only thing that has happened is the identification of staff for a Norwich site but no location. 

No staff or locations have been identified for Suffolk or staff and location for second site in Norfolk.

Consultant Tier 

NHS Norfolk is to lead on the identification of a consultant and coordination of this part of the service. To date Ian Ayres director of Strategy and Innovation and has followed up leads given by patient representatives and met with Professor Puri currently based at Hammersmith. At date of writing this report Ian Ayres had only received Professor Puri’s service outline in the last week therefore we have not been updated on the current situation but clearly the time-line has not been met. 

In conclusion 

Patient’s representatives and individuals are concerned that the service has still not progressed – In six months the only things that have been achieved are 

· Identification of a GP to run a Norwich community based service but no venue

· Meetings with a consultant and a paper outlining what the service could look like – which as it arrived days before the 1st July with commissioners no one had time to update on. 

Norfolk LINk asks that the Joint HOSC keep this on the work plan 

Appendix 1

NHS Norfolk, NHS Suffolk and NHS GT Yarmouth and Waveney

Statement 

The PCTs set out a two-phase programme of service development that would deliver the commitments made to the JHOSC on November 12th 2009.

In phase 1 (already underway) the three PCTs are jointly working to re-establish a service comparable to that which was in place prior to the changes in 2004/5.  This involves three programmes of work:

· NHS Norfolk will identify and contract with a consultant or consultants to provide support for patients on outreach basis.  Initial approaches have been made to a number of consultants and talks are continuing to identify who might be able to rapidly provide this service.  At the meeting and since the meeting patient and carer representatives have identified other potential consultants who may be able to undertake this element of the service. Patients and Carers will be fully involved in the selection of the appropriate consultant support and the establishment of this part of the service. – It is intended that a suitable provider is identified during Q1 2010 and that this part of the service commences in Q2 2010. (April – June) 

· NHS Great Yarmouth & Waveney are contracting with their provider arm to ensure the existing service continues to be provided through the process of retendering the provider arm.  The service will be expanded so it is available from more sites, closer to patient’s homes - two additional sites in Suffolk and two in Norfolk. – It is intended that services will start to be available from these additional sites in Q2 2010. (April – June)

· Existing educational material and guidelines for GPs will be refreshed and re-issued once the details of the consultant component of the service and the additional locations for service provision are finalised. – This will take place in Q2 2010 (April – June)

In phase 2 (Q3/Q4 this year, September - March) we will carry out a thoroughgoing review of the service to establish a development plan for the next few years.

This second phase will start with a full needs assessment and develop a model of care and service specification for the future that is evidence based.  Patients and Carers will be fully involved as strategic partners in this work. Specific issues to be covered in this work were discussed at the meeting on the 19th and include, among other issues.

· The provision of ongoing care, 

· Domiciliary support, 

· Guideline adoption; 

· GP registers and proactive GP management, 

· Consultant input to the service (including onward referral and prescribing rights). 

· The Integration of education and service awareness with social care and carers’ organisations. 

It is the intention of all three PCTs that the development of services for ME/CFS will be a true partnership venture with patient and carers working with the PCTs to c-create a world class service.  

The meeting agreed that Tina Walton (Norfolk LINKs) would act as the focal point for the PCTs to relate to patients and carers.,

A regular communication update will be produced and shared widely. The points raised and agreed at the meeting 19th January above, formed the first of these communication briefings.

Conclusion

A clear programme for development with agreed timescales is now in place, and the 3 PCTs will be accountable for delivering against this. The process will fully engage patient and carers plus LINKs representatives.   

James Elliott, Deputy Director of Commissioning and Performance NHS GYW

Ian Ayres, Director of Strategy & Innovation, NHS Norfolk

Jon Reynolds, Head of Service Delivery and Contract Management, NHS Suffolk

Appendix 2

Full Report Patient Survey   http://www.norfolkandsuffolk.me.uk/
Academic and clinical endorsement

“In fact the recurrent inconsistencies between the so called evidence base and the evidence that comes from those in the receiving end of services indicate how much we need a participatory and independent reassessment of the so called evidence-base, the appropriateness of the services offered and the level of choice people with ME/CFS actually have.

The report also illustrates the high level of unmet needs of people with ME/CFS in the region, and the importance of developing services that are accessible and responsive to patients' needs.

I hope these comments are useful. Well done for the excellent piece of work, and good luck with influencing service provision and the understanding of ME/CFS in Suffolk and Norfolk. If there is anything else we could help you with, please do not hesitate to let us know.”

Dr Luis Nacul – Consultant in Public Health Medicine

Department of Epidemiology and Public Health

Nutrition and Public Health Research Unit (NPHIRU)

London School of Hygiene and Tropical Medicine

Keppel Street, London WC1E 7HT

Email: luis.nacul@lshtm.ac.uk

Telephone: (+44) 20 7958-8134

Fax: (+44) 20 7958-8111
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