THE WELFARE REFORM ACT

Action for M.E.  member Catherine Stillman-Lowe summarises the effect of the Welfare reform Act 2007 on Incapacity Benefit, focusing on the official Government line and the views of the Disability Alliance UK.  Our Welfare Rights Advisor, Pauline Taylor also comments.
The Welfare Reform Act became law on 3 May.  From 2008, the Government says the Employment and Support Allowance (ESA) will replace Incapacity Benefit (IB) for new claimants and in time all existing claimants will also be brought onto the new system.  The new system will consider what an individual is capable of, and what help they need to manage their condition and return to work.

Transforming the Personal Capability Assessment (PCA) is seen as the key to making this happen.  The existing assessment has been reviewed and a revised assessment that focuses on people's capability is now being tested, evaluated and refined ready for implementation with the ESA.  (The Transformation of the Personal Capability Assessment report can be found at: www.dwp.gov.uk/welfarereform/tpca.pdf).  Healthcare professionals and representatives from Trade Unions, charities and disability organisations have worked with the Department for Work and Pensions (DWP) on this review.

According to the DWP the outcome is a revised assessment that:

· Re-focuses physical function descriptors and scores, to better reflect the activities and functional capability that a reasonable employer would expect of his of her workforce.
· Expands the mental function assessment to better reflect the problems of people with cognitive and intellectual impairment.
· Changes the scoring system for the mental health assessment to provide greater parity between mental and physical function assessments.
· Improves evidence-gathering in support of the assessment.
· Develops the work-focused health-related assessment (see below).

Testing the revised assessment has begun, and an interim evaluation report has been published on the DWP website at www.dwp.gov.uk.  Further evaluation will be carried out in 2007.  The revised assessment will be used from 2008 alongside the new ESA.  The Government says that nearly nine in ten people on Incapacity Benefit want to get back into work.  The Pathways to Work process is intended to help them become independent and earn a living by targeting some of their health-related barriers and by providing financial support.  In October and December 2006, it was planned that 40% of all new and repeat Incapacity Benefit customers would have access to Pathways across 19 districts.  From October 2007, private and voluntary sector providers will help deliver the Pathways service to the remaining 60%.  By April 2008, Pathways to Work should be available to all Incapacity Benefit claimants.

The Disability Alliance say ESA will be paid to people who:

· Have a limited capability for work - i.e. have a physical or mental condition, which means that it is not reasonable to require them to work.
· Are at least 16 years old and who have not reached pensionable age.
· Are not entitled to Income Support or Jobseeker's Allowance (including joint-claim Jobseeker's Allowance).
· Pass either a National Insurance contribution test (similar to that for Incapacity Benefit - people under age 20, or age 25 in certain circumstances will not have to satisfy the contribution test) or an income test (similar to that for Income Support).
Anyone claiming ESA will be assessed during a 13 week period, or longer if necessary, to determine whether they have a limited capability for work but also whether or not they are capable of 'engaging in work-related activity.'
The amount of ESA will be determined by whether someone is entitled to a contributory or income-related allowance or both, and whether they are entitled to the work-related activity or support component.  Those who cannot engage in work-related activity will receive a 'support component.'  Those who can engage in work-related activity will receive a 'work-related activity component' but may be required to do three things as part of the 'conditionality' for receiving this component.  They may have to:
· Have a work-focused health-related assessment (see below) aimed at providing additional information about the claimant's functional capacity.
· Attend a work-focused interview to discuss what steps they can take to move towards work.  A claimant may be asked to assist in drawing up an action plan of work-related activity they intend to undertake, but they would not be obliged to do what the action plan says.
· Undertake activities that increase the likelihood of getting a job.  This may include activities such as work trials, training or attending a programme designed to help them manage their condition.

The detail of this will be contained within regulations.  Initially, it seems, conditionality will be satisfied by attending and participating in a work-focused interview.  The number and frequency of work-focused interviews someone has to attend may be varied in the future.  Sanctions can occur if a claimant fails to satisfy the DWP in terms of attending or participating in work focused interviews.  Action for M.E., the Disability Alliance and many other groups have argued that threatening financial penalties to already substandard benefits is not a progressive way with which to engage disabled people.

The employment support offered through ESA will be contracted out to private and voluntary sector contractors, which is a key part of the new approach.  The Disability Alliance says that it is reassured now that the Government has said that powers to impose sanctions will not be given to contractors - but concerns remain about how their performance will be measured to ensure that all disabled people are provided with appropriate levels of support.

Personal capability assessment
The proposed PCA activities and descriptors are listed below.  They are all subject to change as the revision process for the new PCA continues.  There is no reason why people with M.E. should not be assessed and scored under both the physical and mental descriptors, depending on the presentation of the condition in their particular case.

Physical activities and descriptors

Walking with a walking stick or other aid if normally used - (ability to walk, and to negotiate one or two steps); standing in one place, unassisted by another person, or sitting in a chair with a high back and arms; bending and kneeling (as if to reach low places); reaching upwards; picking up and moving or transferring a jug of water or other object to a distance of 60 centimetres at table top level, manual dexterity (including ability to use a computer keyboard and mouse); speech, hearing; vision; remaining continent (other than enuresis - bed wetting), remaining conscious (without having epileptic or similar seizures).

The pass mark (benefit entitlement threshold) for physical activities will be 15.  It is possible to score 6, 9 or 15 in any one of the 11 activities.

Mental health activities and descriptors

Learning tasks; understanding instructions; memory and concentration; getting about; coping with change; execution of tasks; initiating and sustaining tasks; inappropriate behaviour with other people; dealing with other people; coping with social situations; awareness of hazards.

The pass mark for mental health activities will be 15.  It is possible to score 6, 9 or 15 in any one of the 11 activities.

The pass mark for combined mental and physical scores will be 15.  The descriptors listed are all subject to change as the revision process for the new PCA continues.  The Disability Alliance has a number of misgivings about the proposed new assessment and continues to communicate these to the DWP.

Parliament agreed to an annual independent report being produced by the DWP on the operation of the new PCA.  The Alliance says that this is important in helping it to ensure that claimant numbers aren't reducing simply because under the new PCA it is effectively more difficult to establish eligibility.

The Work-Focused Health-Related Assessment (WFHRA) will follow on from the new or revised PCA.  The process for a new claimant will be that they will be asked to undergo an assessment under the PCA in terms of the various descriptors to establish whether they are entitled to ESA at all.

The examining doctor will then be asked to assess whether the claimant satisfies another set of descriptors to determine whether they should be in the support group or the work-related activity group.  Finally, the claimant will undergo the WFHRA.

The Government wants all of these assessments to take place consecutively.  Many disability groups have argued against this, on the basis that asking someone to an examination that looks at what they can't do - immediately followed by an assessment that looks at what they can do to move closer to work - could be confusing for the claimant.  The Government has said that they will test different approaches to this.

Pauline says

Pauline Taylor, Action for M.E.'s Welfare Rights Advisor, comments;
Whilst the changes to present Incapacity Benefit legislation may seem alarming, we are all working in a climate of change, and although the Employment and Support Allowance is destined to start toward the end of 2008 it should be remembered that many Action for M.E. members have already been involved in Pathways to Work and pilot projects.

Both new and existing claimants have attended work focused interviews and others have taken part in medicals that look at a person's ability as well as their level of disability.  To date I have received a mixed reaction to this, but it is fair to say at this stage, that once people have information on the process and have attended interviews they find that their fears are often put to rest.

I am asked regularly whether or not Disability Living Allowance (DLA) will be affected by the changes.  There is provision within the Bill for the Department of Work and Pensions and local authorities to share information and whilst there is a commitment to maintaining DLA and Attendance Allowance (AA) as a universal, national benefit for those who meet the entitlement, I have found that present DLA and Incapacity Benefit claims have been cross checked.  To me this is another indication that when the changeover to the ESA takes place that some areas will already be familiar ground.  Action for M.E updates information packs regularly in order that members are kept informed of changes as and when they happen and will continue to do so.

A further evaluation report on the RCA is due before the new system is implemented in 2008.  Any significant amendments will be reported in InterAction.

The expert comments of Paul Treloar, Director of Policy and Services, Disability Alliance, on a draft version of this article are gratefully acknowledged.

Further information

Pauline Taylor, Action for M.E.'s Welfare Rights Advisor can be reached by phone or e-mail, details on the inside front cover of InterAction

The Department for Work and Pensions website at www.dwp.gov.uk covers benefits information, or call their helpline on 0800 882200

The Disability Alliance, publishers of the Disability Rights Handbook, provides information on social security benefits and tax credits.  Contact: The Disability Alliance, Universal House, 88-94 Wentworth Street, London E1 7SA.  Tel: 020 7247 8776.  E-mail: office.da@dial.pipex,com  www.disabilityalliance.org
Citizens Advice Bureau

You can find your local CAB office online or within your local phone book.  www.citizensadvice.org.uk
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Benefits and Work: provide general guides to benefits claims and appeals, fact sheets, news items and other information  www.benefitsandwork.co.uk

National Bureau for Students with Disabilities

Chapter House, 18.20 Crucifix Lane, London SE1 3JW

Tel/minicom 020 7450 0620  Information Service tel: 0800 328 5050  E-mail: skill@skill.org.uk 

www.skill.org.uk 

Jobcentre Plus

You can find your local office online or within your local phone book. 
 www.jobcentreplus.gov.uk 

Thanks to Interaction for this article


IMPROVING CARE FOR NEUROLOGICAL CONDITIONS

On a very wet Monday morning five of us attended a meeting at the Friends Meeting House in Silverwell Street, Bolton.  It had been arranged by Marie Oxtoby who is leader of the Parkinsons Group and Chairperson of the Greater Manchester Neurological Alliance.

The meeting was to enable people who suffer from neurological conditions to talk to the people who deliver the services; at present these services are being re-organised in the hope of delivering faster, easier to access and more user friendly service.

There were representatives from Parkinsons, epilepsy, stroke, MS and of course ME all eager to hear how the service is to be improved.

Marie welcomed us and gave us the results of a questionnaire that had been sent out asking people:

1.
What needs improvement? : - access to 
consultants, better access to therapies, earlier 
diagnosis, and ongoing review of severely 
disabled users.

2.
What works best? :- access to specialist nurse, 
service of local voluntary group, ME/CFS 
Clinic, consultant services, neuro rehab team, 
GP service, District Nurse, Crossroads

3.
What needs improving? : - better informed 
GPs, more attention to carers needs, better 
access for urgent care, updating on research.

Next it was the turn of Dr John Dean who is the Medical Director for Quality Care Improvement at Bolton Primary Care Trust.

Dr Dean told us that at present the referral pathway to diagnosis and treatment is very fragmented with patients waiting up to five months to actually be diagnosed and because of the current emphasis on new referrals there is limited follow up.  For many people with long term conditions the care of course depends on the diagnosis but for most conditions many patients do not have continuing support and receive crisis care only.

Dr Dean then went on to tell us what would be a best case scenario for patients presenting with a new problem.

Firstly there should be early presentation because the sooner patients come for treatment, the better the outcome; this depends of course on a high level of awareness.

Secondly there should be rapid referral by the GP to specialists followed by immediate diagnostic tests and a clear diagnosis at the time of the test. 

Thirdly a clear explanation of the required care which should be quickly started by the person with the right skills.

He then went on to describe what would be Best Care for Long Term Conditions.

Firstly the patient needs support for self management which includes initial and continuing education, goal setting and action planning, self care plans, psychological support and plans for any worsening of the condition.

Then he said that there should be clear links to the community support groups. 

There should be easy access of all to the best care advice for patients, carers and professionals.

A register of patients should be kept to ensure that they are recalled and reviewed and that they are given best care.

An overlap of the service for new patients, given by the Bolton Neurology Clinical Assessment and Treatment Service, and the service for long term sufferers given by Bolton Chronic Disease Management Service, should ensure that patients do not get overlooked but get the best possible continuing care.

The measures of success for this Best Care initiative would be;
1.
Time from referral to diagnosis and treatment 
plan.
2.
Patients having a self management plan, 
confidence in self management and ease of 
access for advice.
3.
Reducing hospital admissions and days in 
hospital.

The next speaker was Bernie Delahoyed who is the Senior Manager Neurosciences at Hope Hospital and she explained to us about the government requirement that all patients should have an accurate diagnosis and have seen a specialist and started their appropriate treatment by 18 weeks from referral.  Her illustration showed the expected pathway a patients care would follow from first referral by the GP, the next step is triage (this means a decision is made from the description of the patients signs and symptoms and the GP’s opinion) following this is an MRI scan if necessary, the current waiting list for a scan in Bolton is two weeks.  Following this the patient is then referred to the appropriate multidisciplinary team e.g. neurology clinic, headache clinic, epilepsy clinic etc. or to be admitted to Hope Hospital if appropriate.

Bernie told us that a present the target of 18 weeks has been met by 94% of patients and they hope to improve on this.

Carol Palmer, Commissioner at Bolton Primary Care Trust assured us that in the past there has been a shortage of money but there is now more money earmarked for neurological conditions and it will be invested in the care of the patients.

The next presentation was by Sian Minshull who is a member of Bolton Neurological Rehabilitation Service.  She told us that the team service has already been redesigned and this has resulted in decreased waiting times.  The team constantly continue to develop their service, and to improve access for patients with neurological conditions.  They provide assessment and treatment by specialist therapists and nurses and receive referrals from CATS Hope Hospital, In Patient Neurological Services, Community/Primary Care (GP) services and some patients self referral if it is appropriate.

The service already has joint clinics with therapist, nurse and medical colleagues for MS; ante natal clinic for patients with epilepsy, rehabilitation clinics and urology clinics.  Although the ME Clinic was not included in this list we reminded the professionals and the audience that there is also an ME Clinic.  These clinics will be developed as required and will provide holistic assessment and treatment.

There is already an MS rapid access clinic which allows for advice and assessment and time limited treatment to patients already known to the team.  This prevents longer waits and prevents repeated assessments.  It is their aim to develop clinics like this, where appropriate, across the different conditions.  She went on to tell us about the services already in place for Neuropsychology, the Epilepsy Service, Headache Services, Balance and Dizziness Service; and the new development of an active Case Management which aims to coordinate care for people with long term degenerative conditions who have rapidly changing or complex needs.

She emphasised that self management does not mean that the patient is left to manage alone.  The idea is that the patient is encouraged to live an active life style, involvement of community services and leisure activities, accessible advice available when required, provision of information, knowledgeable service with links to special interest groups, goal orientated treatment with patient ownership of their own goals, expert patient programme.

The team work in conjunction with the team of specialist nurses already working in Bolton.

After a short break for tea and biscuits we had a presentation by Lynda Helsby, Programme Manager for Long Term Conditions; she told us about the requirements set by the government under the National Service Framework for Long Term Conditions.

There are 11 requirements that the Health Trust must meet but the timescale is over a 10 year period of which two years have already elapsed.

Quality Requirement 1 is regarding a patient centred service.

Quality Requirements 2 + 3 are about prompt diagnosis, appropriate referral and treatment.

Quality Requirements 4, 5+6 are about rehabilitation, adjustment and social integration.

Quality Requirements 7 to 11 are about Life Long Care and Support for people with Long Term Neurological conditions, Families and Carers.

Our group has members who meet regularly with both Bolton and Bury Primary Care Trust Teams to discuss how these requirements can be met for patients who suffer from ME.

The final speaker was our own Yvonne Leech who told everyone the background to our work with Bury and Bolton Primary Care Trusts and the eventual securing of our ME Clinic.  Because of the way that this service has been developed, with involvement from users and carers at all stages, it was presented as being a model of good service.

Yvonne gave a very clear and interesting presentation and we were all very proud of her.

After all the presentations we were asked to get together in small groups to write down what we think will help the services to develop and to be as efficient and person centred and supportive as possible.

Thank you so much to all who were able to come to give their views at the meeting.

A VIEW FROM THE STALLS

Billed as the first conference of its kind, the New Horizons International Conference on M.E./CFS Biomedical Research took place at Heriot-Watt University. Edinburgh, 25 May 2007 Ray Cheng, Head of Operations, gives his report.

Organised by ME Research UK and co-sponsored by the Irish M.E. Trust, this annual research conference provided an opportunity for, researchers and healthcare professionals working in the field of M.E./CFS to present their latest work, share ideas and identify key challenges for the future.

It soon became apparent that M.E. biomedical research is very varied, spans many scientific disciplines and involves a wide range of healthcare professionals.  The 'internationality' of the conference was evidenced by speakers from Spain, Japan, Belgium, USA, Canada, as well as Scotland and England.

The day began with Alex Fergusson MSP, Presiding Officer of the Scottish Parliament.  His opening speech highlighted the importance of the conference in promoting M.E. as a 'biological' condition.  He gave a moving, personal insight into the illness gained through his son who has M.E., and spoke of his feeling of relief when he was diagnosed.  Having, “a tag to go along with the condition” was helpful during a period when his family didn't know what was happening.

Gene expression

The morning session consisted of keynote lectures on diagnostic testing, the first by Dr Jonathan Kerr from St Georges University of London who presented a progress report on gene expression studies.  His team have identified-additional gene expression abnormalities from 47,000 human genes and in the initial pilot study identified 16 genes associated with M.E./CFS.  In developing a diagnostic test they have singled out 15 protein biomarkers using microarray analysis.  Dr Kerr commented that they are probably a minimum of two years away from a diagnostic test.

Similarly the next speaker Estibaliz Olano-Martin; who presented work from the Spanish research project under Dr Garcia Fructuoso, reported that they were some years away from a diagnostic test.  This work is based on the identification of different genetic profiles in severe forms of fibromyalgia syndrome (FMS) and M.E.  They claim that genetic profiling via-Single Nucleotide Polymorphism (SNP) can be a very effective tool to discriminate between the more severe, FMS and M.E. cases.  Additionally, they claim that FMS and M.E./CFS are two separate diseases, with an important genetic component, and suggest that the severe cases might be different disease subtypes with distinctive genetic profiles.

Spectroscopy

Work of a very different nature was presented by the Japanese contingent through Dr Sakudo from Osaka University, who gave a thrilling overview of visible and near-infrared spectroscopy for the diagnosis of M.E.  Essentially, this could allow for non-invasive testing-of blood to diagnose M.E. providing an objective and rapid procedure.  This research was following the Centers for Disease Control and Prevention (CDC) criteria.

Dr Greg Purdie, who is the clinical lead from Dumfries and Galloway, presented an overview of Managed Clinical Networks in Scotland; which essentially concluded the need for responsive, empathetic, high quality patient-centred services delivered by clinicians who have been kept abreast with the latest research, being managed through seamless links between primary; secondary and tertiary care.

Inflammatory markers

Professor Jill Belch presented vascular and inflammatory aspects of M.E. and declared the illness was under recognised, under diagnosed, under investigated and under treated.  Furthermore, M.E. was clearly a heterogeneous group, with a lack of consistency in diagnostic criteria in the scientific literature on the subject.  The same symptoms do not mean the same disease.

Dr Faisel Khan, presented their findings, about arterial stiffness, suggesting increased inflammation and possibly an increased risk of cardiovascular problems.  This was followed by Dr Gwen Kennedy and an overview of a study of inflammatory markers in children.  From this study of 25 children with M.E. and a control sample of 25 healthy children, 96% had their schooling affected by their illness, the majority had viral infections and on the whole had poorer health and quality of life.

Joan Crawford from the Liverpool Hope University provided a survey and literature review of attitudes to M.E. among healthcare professionals, in particular nurses.  This paper provides evidence, for the first time, that nurses: in the UK have lower overall positive attitudes towards patients with a diagnosis of M.E./CFS compared with their attitudes towards Multiple Sclerosis and Rheumatoid Arthritis patients.  They were also less accepting of the resulting disability.

Nurses report low levels of training and confidence in their skills when working with M.E./CFS patients, which is reflected in the literature of patients' narratives.  Additionally, this reinforces similar studies amongst doctors showing the need for specific training and education of healthcare and medical professionals.

Mark Robinson from the Department of Applied Physiology at the University of Strathclyde gave a conference paper on his and Professor Nimmo's research into cytokine Interleukin-6 and exercise.  Cytokines are protein molecules acting as cell to cell communicators involved with immune responses and inflammation.  The role of cytokines in M.E. development seems to be well established and this pilot research is adding body to this hypothesis.

Chronic pain

Dr Jo Nijs from Belgium gave a keynote lecture on chronic widespread pain in people with M.E.  He said chronic pain is a big issue for patients and that exercise could be a cause and a treatment of M.E. pain.  He concluded that physiotherapists can have an important clinical lead role in the management of pain for M.E. client groups.

Glasgow Caledonian University's Rebecca Marshall presented studies of pain and activity from a sample of 50 interviews including 10 participants from the 25% Group, with an overall gender split of 38 females to 12 males.  This study provided a snapshot of people with M.E.'s experience of pain on a day and reviewed treatments they had tried to relieve pain.  The most painful symptoms were muscle pain (79%) followed by headaches.  Treatments people found most helpful were acupuncture and massage, then reflexology.

Concluding remarks highlighted the need for further objective data to support reports of pain in M.E.  There is a poor evidence base for pain management strategies for M.E. and people are paying for these treatments themselves.

Dr. Les Wood, again from Caledonian University, gave a report on motor neurone excitability after fatiguing exercise in subjects with M.E., but reported that these tests were not sufficiently robust and, therefore, there wasn't enough of a difference to note.  He suggested alternative fatiguing exercises, for example heel lifts or transcranial magnetic stimulation or fatigue in different muscle groups.

Immunology

Professor Nancy Klimas from the University of Miami School of Medicine gave the penultimate keynote lecture on the immunology of M.E./CFS.  Nancy gave a very lively overview of immune-related issues covering natural killer cells, T-cells, cytokines, and immune function imbalances.  She drew links with T-cell functions and AIDS immune activation.  After an overview of research work, Nancy said that this work is helping to develop, biomarkers and treatment options.  Immune dysfunction in M.E. contributes to overall symptoms and to the persistence of the illness.  There is increasing evidence of viral reactivation in at least a subset of patients.

Overview

The final keynote lecture was given by Dr Ellie Stein, a psychiatrist in private practice in Canada, who presented an overview of behavioural interventions.  M.E. presents a host of neuropsychological deficits (such as impairment of short-term memory) that can not be explained by psychological approaches and, therefore, should not be treated by these treatments alone.  She said that cognitive behavioural therapy (CBT) can be extremely helpful for depression and anxiety and dealing with chronic stress.  Dr Stein was keen to stress the approach should be biopsychosocial, some people forget the 'bio' aspect of the treatment.

Dr Vance Spence, Chair of ME Research UK, concluded proceedings by summing up the day's subject matter.  ME Research UK are currently funding 10 projects with more in the pipeline awaiting review.  He said that the conference had set the charity a task: to identify biomedical studies that need funding and raise the money to get them done.

This conference was an important landmark in promoting biomedical research and hopefully will be the first of many in dispelling the myth that M.E. is not a serious illness.

One of the challenges of the conference was the amount of scientific information being discussed.  For participants with no medical or scientific background, or new to the field of M.E., a degree of detail and understanding may have been lost.  

During the breaks and lunch sessions, delegates had opportunities to network and share experiences informally, with updates on what was happening at grass roots level.

A DVD of this conference, costing £6 for the 2-disc, is available from ME Research UK at www.meresearch.org.uk or email: meruk@pkavs.org.uk 

With thanks to InterAction

Thanks to Hope4ME, originally from 25% groups Quarterly
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