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Dear Sir/Madam
BRAME RESPONSE TO 

THE DWP PIP ASSESSMENT ‘MOVING AROUND’ ACTIVITY CONSULTATION

Living with a long term chronic illness and/or disability has an enormous impact on all aspects of a person’s life, and health, which needs to be clearly identified and captured in the DWP PIP assessment process, to enable the correct and appropriate level of PIP to be awarded for care and mobility first time.

It must be remembered in the assessment, and decision, process, that these people are often very sick/disabled, and vulnerable, and it is not their fault they have a condition(s), which has an enormous impact on their daily lives.  For many of these people science and research have not yet identified, or begun to find, any answers, or any helpful medication/treatment to help to manage their condition, and/or begin to improve their quality of life.  This is the case for people with neurological Myalgic Encephalomyelitis (ME), as well as many other conditions, for which there is no cure or treatment.  

There is currently, and historically, a great mistrust in accurate assessments, and reporting of fact, existing with current DWP assessors.  These points have been made repeatedly, and strongly, by myself, and other attendees, at all DWP meetings I have been to.  Despite all of our input and feedback over the years, the disaster has continued with the WCA for ESA.  This must not happen with the most vulnerable in our society, in the assessment and awards for PIP.  

People living with chronic illness/disability do try to stay positive, and try to think of what they can achieve, for their own dignity, but they have to also accept the reality of their condition(s), which the DWP must also accept.  The ethos of Welfare Reform is all about what people can do, however, for some that is not always possible.  In feeding back on PIP, I have repeatedly raised our concern over a phrase I have seen in some PIP documents - PIP will enable people to live ‘a full, active and independent life’. This is a very insensitive statement for those with chronic illness/disability, with an incurable condition, and poor prognosis/terminal condition, as ‘a full, active and independent life’ will never be achievable, until science finds the answers.  

HOWEVER in the ‘moving around’ activity, to reduce the mobility component from 50 metres to 20 metres, to be entitled to the enhanced rate of mobility component, will have enormous impact, on enabling the most vulnerable in the community, to have any semblance of dignity and independence, to enable them to have a motability vehicle/wheelchair, or help them to run/replace/repair their own transport, or purchase/replace/rent wheelchair/mobility aids.  Also it has to be recognised that to ‘walk’ 20 metres means that, if it causes physical distress to do 20 metres, someone can actually only ‘walk’ 10 metres, as they have to be able to do the 10 metres back again! 

Having your own transport enables chronically ill/disabled people the ability to attend medical appointments, education or employment, as well as any social activity/club, if possible.  To alter the eligibility to the enhanced rate from 50 metres to 20 metres, by the government’s own projections, shows that almost half a million people will lose out through the more restricted criteria.  With the enhanced rate being worth £55.25 per week, the reality, for those who do not qualify under the 20 metre rule, will result in a loss of at least £33.25 a week, and more crucially loss of, or access to, a Motability vehicle, or their own vehicle.  This change may not only result in the loss of a vehicle, but also access to motorised scooters, electric wheelchairs and other mobility aids.   How will this be enabling people to live ‘a full, active and independent life’?

With 50 metres being a well-established, and research based, measure of significant mobility impairment, and the accepted distance of entitlement for higher rate DLA, we would like to know if the Government has also assessed the extended impact of changing the criteria from 50 metres to 20 metres eg subsequent loss of Blue Badge, bus pass, rail card etc, which would even further limit people’s mobility/access to services, and create yet further isolation?   If the DWP bring in the 20 metre rule, to enable someone to be eligible for the enhanced rate of the mobility component, will this lead to the Blue Badge Scheme also changing their eligibility to 20 metres as well?  Not being able to park in designated disabled bays close to public places could also then cause hardship.

There will be an overwhelming impact with such a change, especially for those who live in rural locations, where there is either no/little public transport (eg once a day or once a week), or no/little accessible transport, which is often the reality in the country.  In rural areas it is crucial to have your own transport to enable you to access your basic needs, as the nearest post office may be at least 3 to 5 miles away, and the nearest bank could be 20 miles away, to even access any money.  The need to access essentials like food and drink; GP; pharmacy; hospital appointments and if able, to attend education; or special courses; employment or voluntary work whether full-time, part-time, or even for an hour or two a week if possible, would be severely affected, if not impossible.

As the Government is also aware, living in rural areas, internet access is very poor to non-existent.  If there is a loss of at least £33.25 a week, even if chronically ill/disabled people are able/well enough to use a computer, to study or work from home, could they afford to have access to the internet, which is usually in the region of £25 a month in rural areas, whereas in the cities internet access can be free, or minimal cost.  
Whether chronically ill/disabled people live in the country or the city, access to their essential needs is difficult, and the Government changing the criteria from 50 metres to 20 metres, and therefore excluding more vulnerable people from having the ability to access these, will have enormous and overwhelming impact, on both their physical and psychological well-being.  They will become more and more isolated, and removed from society.

It is well recognised by Department of Health that social isolation affects a person’s health, well-being and self-esteem, and can lead to depression.   The impact of having the mobility benefit reduced, which can then lead to losing their means of transport, would impact on both their physical, as well as psychological health and well-being.  This lack of being able to access the services they need, the lack of social interaction and isolation, the increased poverty, and the impact on health, would lead to a greater cost for the NHS, and social care, and also, as their condition deteriorates, a greater cost to the DWP with sickness/disability benefits, and with unemployment benefit, if they lose employment, as they become more unwell, or they no longer have the transport to get there, so they cannot access work.  Your own transport in the rural areas is a necessity, not a luxury, as there is no, or very little, public transport, most of which is not accessible.   Statistics already show that more children live in poverty in homes where someone is disabled, again is this something that DWP has considered, or tried to evaluate?  The DWP’s own statistics project that 428,000 people will no longer qualify for the enhanced rate of the mobility component of PIP by 2018.  How many of these homes will be in greater poverty, and the impact that will have on a person/family?

The DWP has asked for organisations to respond to this consultation, and to support and provide evidence why it should be 50 metres and not 20 metres, and the impact it will have on vulnerable people but, despite being asked on several occasions, by the PIP IDG/ISF members, and so many other organisations, the DWP has never provided the supportive evidence they had to make the decision, to reduce the mobility in the criteria from 50 metres to 20 metres.  It was never part of the consultation process, and the first the PIP IDG members knew of this was in December 2012, when the Government published its formal response to the consultation.  Where did the evidence for 20 metres come from, and will the DWP ever make it available?

Will the DWP be doing their own formal impact assessment if the 20 metre rule goes ahead?  It will be interesting to see future figures on the impact the introduction of PIP will have had on those living with illness/disability eg loss of benefits, and the impact on their health and well-being, and also loss of mobility component, leading to loss of cars/wheelchair, leading to an exacerbation of symptoms/deterioration, or loss of employment as they can no longer access work, or no access to public transport – especially in rural areas – which is likely to lead to increases in the isolation of disabled people. Again will the DWP be assessing the impact on increased levels of poverty for the individual, and their family/children?

Criteria and Decision Making
As I have stated repeatedly at PIP IDG/ISF meetings, in formal consultation responses, and in letters to DWP Ministers, nowhere does the ‘moving around’ criteria mention the physical impact of mobility.  We welcome that the DWP is now recognising the psychological, and cognitive, impact in ‘planning and following a journey’, however this must be in conjunction with, and not be at the detriment of, those living with physical health problems/disability within ‘moving around’. Something needs to be in the criteria about physical impact, not buried in the guidance materials of the assessors.

Those with chronic illness/disability can become very physically distressed, and rapidly so.  We strongly feel there should be an information box, under the ‘moving around’ criteria, although it is relevant to both mobility sections, as they will become physically, and psychologically, distressed as they become more unwell, stating that:

The ‘moving around’ assessment will take into consideration eg: pain; fatigue; cardio-vascular impact including orthostatic intolerance; breathlessness, respiratory problems/distress; neurological conditions – balance, poor co-ordination, spasms, lack of feeling/tingling in limbs; osteo and rheumatoid arthritis; exacerbation of symptoms generally; inability to control body temperature so affected by heat/cold; impact on amputees; etc.; all of which can lead to physical distress; 

Any of these symptoms and their impact could lead to falls, collapse, or could even prove fatal. The person would also be, and feel, very vulnerable. Most would be unable to make any journey of their own accord, and would need a carer with them at all times, to monitor their condition, and offer the help and support needed.
As I have consistently highlighted, at the beginning of each activity/mobility section questions, in the PIP criteria, there should be a brief written explanation of the 50% rule, and that the claimant should be able to do tasks ‘safely, reliably, repeatedly, and in a timely manner’ – this should be fully explained at each section. This should become almost a mantra for the assessor, at each activity/mobility section, asking the claimant, and/or their carer, whether they can achieve this “safely, reliably, repeatedly, in a timely manner, and for more than 50% of the time”.  This needs to be available both written and verbally, as claimants’ may have visual/hearing/cognitive impairments.  So this is equally important for the mobility component. 
Decision Makers cannot make the correct decision, if the information given to them by the assessors:- 
· does not give them the full picture of a person’s condition, and how it affects them

· if the quality of assessments for PIP is substandard - we are still extremely concerned about this
· if the criteria is used and interpreted incorrectly/inappropriately
· if the information is reported by the assessors in an incorrect/inappropriate way
· if they are given erroneous, or prejudiced, information by the assessor

· if the assessment does not show whether medical evidence, provided by the claimants own HCP, will be given at least equal weighting in making a decision
· if the assessment does not show whether the task has been achieved ‘safely, reliably, repeatedly, and in a timely manner’ and can be achieved for more than 50% of the time – and that this has been fully explained to the claimant.
There is also an urgent need to acknowledge that some assessors may be less suited to assessing certain health conditions, or have very limited understanding, or mis/preconceptions, of the condition.  We appreciate that the assessment is about the impact of the condition on a person’s life and needs, but if you are confronted by a healthcare professional (HCP) who you feel intimidated by, or has a real misconception or scepticism of your condition, it can be very intimidating, and the assessor can put their own slant on what they are being told, continuing the mistrust that many have come to experience over the years with DWP assessments. 

Myalgic Encephalomyelitis (ME)
We represent people living with neurological Myalgic Encephalomyelitis (ME), which affects an estimated 250,000 people, of whom 25% are severely, very severely affected and are bed/housebound for 80-100% of the time, and are wheelchair bound if leaving the home, so should qualify for the enhanced rate. For those who are more mildly or moderately affected and ambulant, it has to be noted by, and should be in the guidance, that all people, of all levels of severity, with ME have a characteristic delayed response, so whilst they may be able to walk the 20 or 50 metres at the assessment, the delayed impact from the ‘activity’ would mean that they may be unable to repeat the same activity later that day, and are unlikely to be able to repeat it the next day, or following days, as the fatigue/symptom exacerbation response intensifies as the body tries to compensate.

ME can also be a fluctuating condition, and for some they may have a period where they may be able to do some limited activity, and then they can have a period where they can be completely incapacitated – again this needs to be taken into consideration, and the 50% rule applied.

We have attached the ME – Adult and Paediatric International Consensus Primer (2012 http://www.hetalternatief.org/ICC%20primer%202012.pdf) for your reference and use, and we have included below a brief section from page 7 referring to the ME – International Consensus Criteria, which relates to impact post-exertion.
Myalgic Encephalomyelitis (ME) is an acquired neurological disease with complex global dysfunctions.  Pathological dysregulation of the nervous, immune and endocrine systems, with impaired cellular energy metabolism and ion transport are prominent features.

Post-exertional neuroimmune exhaustion (PENE) is a key feature of ME and is a pathological inability to produce sufficient energy on demand with prominent symptoms primarily in the neuroimmune regions.  Characteristics are:

1. Marked, rapid physical and/or cognitive fatigability in response to exertion, which may be minimal such as activities of daily living or simple mental tasks, can be debilitating and cause a relapse.

2. Post-exertional symptom exacerbation: e.g. acute flu-like symptoms, pain and worsening of other symptoms

3. Post-exertional exhaustion may occur immediately after activity or be delayed by hours or days.

4. Recovery period is prolonged, usually taking 24 hours or longer. A relapse can last days, weeks or longer.

5. Low threshold of physical and mental fatigability (lack of stamina) results in a substantial reduction in pre-illness activity level.

Conclusion on Mobility Component 

As you will have had reported to you repeatedly, and had evidence presented, assessments can often be inaccurate and lead to appeals and tribunals, many of which are successful on appeal.  Assessors can be intimidating, come in with pre-conceived ideas about a condition, and give selective and inaccurate reports, leading to inappropriate awards – experience of people with ME are a good example of this.  Suggested figures say that up to 40% have gone to appeal, of which 40% are successful, that is a high number, and the cost, and impact, on the claimant is enormous, as well as the cost implications for DWP.

The DWP needs to take responsibility for the criteria, and for assessments to be fair, and as accurate as possible, in assessing someone’s needs and disabilities.  The claimant, and the assessor, should be able to see what the assessor should be taking into consideration when monitoring their ability/inability to move. 

As I have stated repeatedly at PIP IDG/ISF meetings, in formal consultation responses, and in letters to DWP Ministers, nowhere does the criteria mention the physical impact of mobility.  We welcome that the DWP is now recognising the psychological, and cognitive, impact in ‘getting around’, however this must be in conjunction with, and not be at the detriment of, those living with physical health problems/disability. Something needs to be in the criteria about physical impact, not buried in the guidance materials of the assessors.

The DWP must understand that, for those with chronic illness/disability, with an incurable condition, and poor prognosis/terminal condition, ‘a full, active and independent life’ will never be achievable, until science finds the answers.  This is certainly the case for many living with the complex and debilitating conditions neurological ME and CFS.  People living with chronic illness/disability, do try to stay positive, and try to think of what they can achieve, for their own dignity, but they have to also accept the reality of their condition(s), which the DWP must also accept.
I have consistently challenged repeated DWP Ministers, including Lord Freud - and also Professor Aylward during the earlier years - regarding the concept, that all those living with disabilities are able to do some sort of work.  Whilst we welcome that anyone who is well enough, in remission, or showing some signs of improvement, and their condition is stable, can receive support to try and enter the workplace, however this is not possible for all chronically ill/disabled people.  Key words that DWP should use are ‘is a person’s condition stable and sustainable’.

The Government is trying to actively encourage more disabled people into work, yet they also appear to be removing people’s right to mobility, removing their ability to start work, or to continue in the job they are already in – organisations are already hearing of people who are likely to lose/cannot afford to run their own car/wheelchair or will lose their motability car/wheelchair, under the 20 metre rule, and will have to give up their jobs if this happens.  An enhanced mobility component will be significantly cheaper for the Government than daily ‘access to work’ taxi fares.

We welcome the government’s wishes to help people achieve their potential, but they also must recognise a person’s limitations, the hunger and will to work may be there, but the body may not physically allow this, eg a paralysed person would love to walk/run, it does not mean that the body is able to do this.
In conclusion we highlight the following points: 
· Why has 20 metres suddenly been introduced when there had been no mention of it before, and was certainly never raised, or discussed, in the PIP IDG, it had always been 50 metres?

· Will the DWP provide the evidence they had for reducing the distance someone is able to walk from 50 metres to 20 metres?

· Those with fluctuating conditions such as ME, MS, Arthritis etc may be able to walk the distance one day, such as at the assessment, but be very incapacitated and unable to do it another day - the 50 % guidance must be applied. 
· Whilst we appreciate the work done to include/encompass the problems faced by those with mental health problems – this must not be at the detriment of those living with physical health problems/disability.

· It should read ‘psychological and/or physical distress to the claimant’.  This must be addressed and urgently changed.
· Those with physical chronic illness/disability can become very distressed, and rapidly so, due to eg symptom exacerbation; overwhelming pain; fatigue; neurological distress; cardio-vascular and/or respiratory problems/distress, and could even prove fatal – they would also be very vulnerable. Most would be unable to make any journey of their own accord, and would need a carer with them at all times to monitor their condition and offer the support needed.
· Please do not forget those who are chronically ill/disabled and very vulnerable, as this group again are not fully acknowledged and identified in the criteria

· Will the proposed change from 50 metres to 20 metres impact on other assessments eg blue badge?

· We believe that reducing the mobility component distance from 50 metres to 20 metres will lead to the following impact on a person, and their family, and will the DWP be doing an impact assessment of changing the criteria from 50 metres to 20 metres on a person’s:

· health, well-being, psychological impact
· loss of own vehicle/wheelchair/mobility aids
· loss of Motability vehicle/wheelchair

· increased isolation

· loss of employment/education

· increased poverty

· inability to access essential services eg GP/Hospital; Pharmacy; Post Office/Bank; shops

· comparison impact on those living in rural areas compared to those living in urban areas

We feel that there will be an enormous impact on those living with chronic illness and disability, including those we represent with the neurological conditions ME and CFS.

We urge the Secretary of State, and his Ministers at DWP, to urgently reconsider the decision they have made to reduce the PIP ‘moving around’ component from 50 metres to 20 metres, which they published within their PIP consultation response in December 2012.  This had never been part of the consultation process.  
Ministers need to listen to the overwhelming response from organisations representing chronically ill and disabled people, such as those like ourselves, who are also members of the PIP IDG/ISF group, and remove the 20 metres, and reinstate the 50 metre guidance in the ‘moving around’ criteria, for someone to be eligible for the enhanced rate of the mobility component of PIP.
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