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1. Executive Summary

Key points

· Again and again Disabled people are reporting that assessors have ignored written and verbal evidence and that reports do not reflect what occurred in the assessment.
· Assessors not only lack the expertise to make accurate decisions, they often also lack the understanding to be able to conduct assessments in a way that is accessible and appropriate for people with different impairments.

· A brief, one off observation as occurs in the face-to-face assessment cannot provide a robust basis for an accurate assessment yet Further Evidence is only properly considered at appeal stage.
· There is no system that holds assessors to account for inaccurate assessments.

· There are a number of barriers that prevent Disabled people from collecting and presenting evidence. In order to improve accuracy of decisions there needs to be much better support for those that require it.
· Assessors are causing distress by asking questions relating to suicidal tendencies that are of dubious relevance to an assessment of need for PIP and asked in ways that go against clinical guidance. This is further evidence of a worrying lack of necessary expertise and training.
· Considerable savings could be made by removing the need for face-to-face assessments for Disabled people whose impairments cannot be physically measured.

· Mandatory Reconsideration (MR) is more often nothing more than an exercise in rubber stamping an incorrect decision.

· Delays in getting accurate decisions have a severely detrimental impact on Disabled people and their families. While mitigating measures during appeals are welcome, a key aim must be to protect Disabled people from inaccurate assessments in the first place.

Summary of Recommendations

Recommendation 1:  Assessors to be notified of how many assessments they have carried out that are over-turned; Assessment Providers to be required to performance manage assessors on the basis of the accuracy of their assessments.
Recommendation 2: Establish a clear and accessible system for Disabled people to file complaints against assessors with an independent body and for complaint statistics to be made public. 

Recommendation 3: Assessment Providers to ensure assessors have more time to consider evidence and complete assessments to an adequate standard - a maximum number of assessments per week per individual assessor could encourage quality over quantity.
Recommendation 4: Work to begin in co-production with Disabled people on developing an assessment based on the social model of disability focusing on barriers and the impact of impairment on daily life rather than functionality.

Recommendation 5: Information to claimants to make clear that although the PIP application form asks for details of health care professionals, it is the responsibility of the claimant to contact them for evidence. 
Recommendation 6: Disabled people to be given clear and accessible information about the type of Further Evidence that is most useful for them to bring to the assessment.

Recommendation 7: Findings of the WCA evidence collection pilot to be published and lessons applied to the PIP assessment process.

Recommendation 8: Development of a system for Disabled people to opt for evidence to be collected on their behalf by the DWP where they face significant barriers to doing so themselves.

Recommendation 9: Access audits to be carried out of all assessment centres with a requirement on Assessment Providers to make reasonable adjustments to improve accessibility.

Recommendation 10: Disabled People’s Organisations to be commissioned to deliver mandatory disability equality training for all assessors to improve customer service.

Recommendation 11: If the PIP assessment remains in its current form with a focus on functionality as opposed to real world barriers, it should only be conducted by assessors with impairment-specific professional qualifications and experience. For people with multiple impairments the assessment will need input from more than one assessor as required to ensure relevant expertise.  

Recommendation 12: Urgent guidance to be issued to all assessors detailing appropriate ways to ask questions relating to the impact on daily life of living with mental distress.
Recommendation 13: Face-to-face assessments are the exception rather than the rule.

Recommendation 14: Abolish the Mandatory Reconsideration stage.

Recommendation 15: Beginning publishing PIP to PIP reassessment figures

2. 
Introduction

2.1 Inclusion London is a London-wide user-led organisation which promotes equality for London’s Deaf and Disabled people and provides capacity-building support for over 70 Deaf and Disabled People’s Organisations (DDPOs) in London. Through these organisations our reach extends to over 70,000 Disabled Londoners.  There are approximately 1.2 million Disabled people living in London.

2.2 We welcome the opportunity to respond to the invitation to submit written evidence on the Personal Independence Payment (PIP) assessment process to the Work and Pensions Select Committee. Our evidence is based on feedback and information collated from Disabled people and their families and from Deaf and Disabled People’s Organisations (DDPOs). Although we are a London organisation, we have received submissions from individuals and groups across England.
3. Question 1: Which aspects of the current assessment process for PIP are and are not conducive to accurate decision-making? What improvements could be made
3.1. Inaccurate decision-making is not a rare or unusual occurrence within the PIP assessment process. The latest statistics from the Ministry of Justice show 65% of PIP appeals resulting in overturned decisions. PIP assessors are clearly struggling to perform their roles to an adequate standard. A National Audit Office report published in 2016 found that only 13% of PIP assessments were found to be of the required standard.
  Paul Gray’s recently published second independent review of PIP finds “the need to build very considerably on current action to improve the  way PIP is administered”.

3.2. Appeal statistics do not reflect the many additional Disabled people who are the victims of inaccurate decision-making but lack the understanding, support or resources necessary to go through the process of a challenge. The time, effort and emotional toil that a challenge takes should not be under-estimated. It also needs to be understood within the context of a cumulative impact where individuals are sometimes going through multiple assessments simultaneously.
3.3  “I feel down beaten into submission after 2 years, 2 tribunals and repeated messing about by the whole process…Can't even bring myself to do a new claim and go through it all again.  After bills I have £60 left a month…My daughter had 3 heart operations in last 5 years and is paying her way through uni and has to help me with money…..I can't afford a walker to exercise or the health supplements I need or even a hair brush. So much for Personal independence.” 
3.4 “I was turned down for both [ESA and PIP] and ended up fighting 2 tribunals, the stress of which caused me to have a heart attack. I won both tribunals but now they are making me go through the whole process again despite a huge amount of health problems.”
3.4 Evidence ignored / false information included 
3.4.1 Again and again Disabled people are reporting that assessors have ignored written and verbal evidence and that reports do not reflect what occurred in the assessment. Below are just a few of the examples that have been sent to us. After covering a story about PIP assessors including false information in their reports, the disability journalist John Pring was contacted by more than 150 different individuals with similar experiences within the space of less than three weeks, some no more than a line or two on social media but many others going into considerable detail. The evidence suggests that inaccurate assessments are a problem across all impairment groups.  
3.4.2 “I was in receipt of DLA mobility component at the higher rate and the care component at the middle rate on an indefinite basis. I lost all when the transition to PIP took place and had to return my Motability car, which left me housebound…I thought the assessment went ok initially... I was not asked to stand from my wheelchair or walk. I was informed a few months later that I was not entitled to PIP... Apparently I was able to walk and take care of myself, despite what was written on the form and the evidence supplied by my mental health team and GP.”
3.4.3 “I had to provide a breath test into a peak flow tube during the assessment, I provided 3 readings.  I suffer from asthma which was outlined in my application form and also at assessment.  The assessors report stated “respiratory not examined.”
3.4.4 “She asked me if I self-harmed and how often. I told her sometimes I self-harm daily by cutting. However she did not include any of this in her report, so I have taken lots of photographs of my arms and legs showing the old and new scaring, to forward to the appeal tribunal. She barely asked me any questions relating to my mental health at all….  She did not ask me about suicidal feelings, which I struggle with daily. She did not ask me about the help I need and actually get from my carer.”
3.4.5 “….The assessor also failed to make any mention of the seizures… My doctor's letter gives details… Because I didn't have a seizure during her short visit, their effect on my daily life and mobility wasn't taken into consideration, and little mention of their occurrence was made…”

3.4.6 “Moving Around. ‘You can stand and then move more than 200 mtrs. safely reliably and repeatedly’. Awarded 0 points…If either the assessor or the D.W.P. had taken the time to refer to my medical history or contact the medical professionals whose details were provided, they would have found that the massive chronic abdominal pain I suffer constantly is due to a 'frozen pelvis'…The seizures make planning and executing any journey impossible… Between seizures, I can walk roughly 10m. which must be aided by my husband due to the enormous pain I suffer daily...  I spend all day, EVERY day in bed trying to cope with the pain. Trying to walk only makes it worse…”

3.4.7 [The assessor’s] reaction was extraordinary. She raised her voice, becoming agitated and said, "I don't want to know. I am not interested." A remarkable way to facilitate accurate decision making…no-one can make a sound decision based on inadequate or misleading information; so I do not think that any decision maker, however competent, could be expected to come to an appropriate decision on the current model.”
3.4.8 “I was assessed for PIP in September 2016. I was awarded zero points for any activity. I asked for the assessor's report and the scoring matrix. In the report, I found details about a physical examination that was allegedly performed. It ran to 1 side of A4 paper. No examination ever happened; the report is a complete fabrication.”

3.4.9 “My sons assessor lied so much on her report you'd thought it was two different people she was assessing. We won his appeal and we had a DWP guy in even he commented on the discrepancy in her report and was going to speak to his boss about it.”

3.4.10 “…the report claims I'm taking a type of medication that I can't swallow, one of the notes claims I'm doing all my own housework when it was made clear I had to employ someone to do this while another says I can use public transport, which I also made very clear was not the case. The assessor also reports she conducted a full MSK exam, which she never did. One of her claims here is that I performed satisfactory grip tests but that's impossible because at the time I had a fractured (and badly swollen) finger in my right hand.”

3.4.11 “The report states I carried out tiptoe and 'balancing on each foot' tests and had no problems walking. I did not walk a step and did not carry out the tests described. This is apparent on the tape recording. The report states that I turned around in my chair and picked up a bottle of medicine from the surface behind me. The surface behind me was an oven hob and all my medication was on the table in front of the assessor. She also states that I waved my arms about and shook my medication. At no time during the assessment did I move my left upper arm or shoulder (due to pain, as explained on tape).”

3.4.12 “I'm a nurse myself... H and I attended an ATOS PIP assessment 14 months ago, and just as others have said, the transcript from the assessment seemed to almost reverse everything we said. Anything negative and true about H's health was dismissed or interrupted in an arrogant fashion, and if we mentioned "good" episodes, these were reported as how H is most of the time. I was in disbelief. H and I were stunned and bewildered at on how so many points could be ...yes...lies. It feels unprofessional and reactive to describe it as lies, but that is exactly what it was.”

3.4.13 “What [the assessor] wrote in her report differed from the recording in several important respects - we can all prove it, so why isn't something done about it? (Incidentally, she rated me at zero points. My appeal put me at 18.)”

3.4.14 “X is an organisation that supports people with learning disabilities…on several occasions our support worker has been at the assessments and heard what has been said only to find the written report to say something completely different.”

3.4.15 “I have mental health issues and fibromyalgia, I am accompanied everywhere I go. The report detailed that I spoke with confidence and cracked jokes, when actually it was my brother who spoke. The report detailed a physical examination in which she claimed she examined my ankles, knees, hips, back, shoulders, elbows, wrists and dexterity, no such examination was carried out. She also claimed I was able to get on and off the examination bed without any struggle, she also claimed to witness me bending down to sign out, when my brother is the one who signed us out. I threatened legal action for forging legal documents. I went to tribunal and was awarded the standard rate living and mobility.”
3.4.16 “The report… didn't record what my daughter told her about struggling with suicidal feelings on a daily basis, and having periods of self harming on a daily basis too. Nor that my daughters problems started when she was 14, after the suicide of my sister, her aunt, who she was very close to, and stayed at our home regularly during her childhood. No mention of the daily prompting and persuading to eat, wash, bathe. My partner making her one small meal a day. Going days without eating. Keeping all medication in a locked medical box.”

3.4.17 “There are 2 of us doing the tribunals. And we do on average 2 a week. These are all related to either incorrect information or lies. We have all the reports on file. We are based in X. We are an independent charity. We complete around 12 or so PIP forms a week, can attend medical assessments and then deal with a client at tribunal. They are always let down at the assessment stage. I've had clients not giving any eye contact, turned away looking at the wall needing a door open and the assessor saying they didn't look anxious and gave good eye contact… It's been said that people smelt of alcohol. They used to drink, but they hadn't had a drink in 4 years and they had had an alcohol and drugs test that morning. I had been with them until their assessment. I don't drink so there was no smell of alcohol.”

3.4.18 “Every step I take I am in terrible pain….. I can't sit in any one position for any length of time. I was asked if I could tie my shoelaces. I looked at him, and he said obviously you can't. He said I will not go any further because it is obvious you are in a lot of pain. I was never asked to bend either knee [assessor wrote in the report that he could bend both his knees well]. He never performed any form of tests on the ankles whatsoever [he wrote that he had normal flexibility in his ankles]…'He put my mood or demeanour as relaxed [even though] I broke down in tears’ …I feel my character is being questioned.”
3.4.19 The extent to which false information is included in assessment reports cannot be attributed to one or two negligent assessors but indicates systemic failings with the current PIP assessment process. We welcome the recommendation in the second PIP independent review that all assessments should be automatically recorded
. In addition, we would make the following recommendations to improve the accuracy of decision-making.
3.4.20 Recommendation 1:  Assessors to be notified of how many assessments they have carried out that are over-turned; Assessment Providers to be required to performance manage assessors on the basis of the accuracy of their assessments.
3.4.21 Recommendation 2: Establish a clear and accessible system for Disabled people to file complaints against assessors with an independent body and for complaint statistics to be made public. 

3.4.22 Recommendation 3: Assessment Providers to ensure assessors have more time to consider evidence and complete assessments to an adequate standard - a maximum number of assessments per week per individual assessor could encourage quality over quantity
.
3.5 The limitations of assessment by one off observation
3.5.1 A brief, one off observation cannot provide a robust basis for an accurate assessment. No consideration seems to be given that the Disabled person may be making a supreme effort to reach the assessment venue and may for example need to rest for hours or days afterwards or that the support they receive to get to and participate in the assessment may well not be available to them in anything other than exceptional circumstances. 
3.5.2 According to many Disabled people assessors appear to use the journey to the assessment centre to judge the Disabled person’s ability to mobilise without considering whether this journey could be conducted reliably, repeatedly, safely or in a timely manner as they are required to do.  

3.5.3 Mark, a former policeman, became disabled after being injured on duty. He had been on high-rate mobility and middle rate care DLA. Mark had his first PIP assessment in December 2016 and lost all of the mobility component.  He wrote about the assessment: ‘…He is alleging I was observed to walk between 50 and 200 metres… it's about 30 metres tops from my car to where I sat down. And [not much further] from there to the assessment room. In all it is 35 metres tops. I was refused permission to take measurements of the reception area. The only way I can disprove him is by taking measurements.  My GP is in the process of putting together a medical letter. I am really concerned. I can't work because of my disabilities.”
3.5.4 Evidence suggests that assessors are not giving sufficient consideration as to whether daily living tasks can be carried out reliably, repeatedly and safely and in a timely manner.  

3.5.5 “The Assessor nor the DWP decision maker did not consider the pain or difficulty arising from repeated activities…. They did not take into consideration i need time to be able to recover from doing anything due to pain and fatigue as well and whether I can perform the action without being a danger to myself or others.” 

3.5.6 The questions and the manner in which the assessments are conducted do not enable Disabled people to give a full picture of the impact of their impairments on daily life. 

3.5.7 “The HCP asked closed questions giving no room for me to expand and answer……  The Assessors findings did not reflect accurately my everyday level of functioning and did not reflect my functional ability over a period of time.”
3.5.8 Assessors need to consider how conditions fluctuate and how the barriers Disabled people face can vary according to the environment. The assessment environment is not typical and observations of how an individual presents on a certain day at a certain time in an atypical environment need to be supplemented by consideration of additional evidence. 
3.5.9 “My partner with mental health disabilities, for example, can often manage the PIP daily components at home where he feels safe, relaxed and is in familiar surroundings (plus with my understanding help if needed) but put him in other real life scenarios and his abilities can be extremely compromised.”
3.5.10 The government claims to support the social model of disability
, which acknowledges that attitudinal, physical and institutional barriers ‘disable’ people. However, we are concerned that the social model of disability is not being applied to the PIP assessment as Baroness Tanni Grey Thompson said in the debate about the PIP assessment:
“A benefit which was based on the social model of disability would look at the barriers that individuals face, not just at their functionality.”

3.5.11 A social model assessment would arguably reduce the need for the in-depth impairment-specific medical training and expertise that assessors are currently lacking. This is because a social model approach would focus on barriers and impacts on daily life caused by a Disabled person’s impairment rather than seeking to make measurements of functionality.

3.5.12 Recommendation 4: Work to begin in co-production with Disabled people on developing an assessment based on the social model of disability focusing on barriers and the impact of impairment on daily life rather than functionality.


3.6 Barriers to collecting and presenting evidence

3.6.1 There are a number of barriers that prevent Disabled people from collecting additional evidence in advance and to presenting verbal evidence within the assessment. A lack of evidence at the original assessment stage can lead to inaccurate decision-making. Paul Gray’s second review of PIP identified as a particularly significant source of potential inconsistency the amount of support claimants in making their application and at the assessment.

3.6.2 For many Disabled people including those with learning difficulties, neurodiversity and mental health support needs, the nature of their impairment makes it difficult to understand what information is required and how to collect it and then to do so. Cuts to social care and community support services mean that many Disabled people simply do not have the support they need to successfully navigate the assessment process. 
3.6.3 “My wife and I live in supported living for people with learning difficulties. When her PIP applications came through the housing support workers said it isn’t in their job description to help with forms and assessments. We eventually got an appointment at our local CAB. They said they can’t help people with learning difficulties because they don’t have enough time or the expertise. We were stuck.”

3.6.4 Expecting people with certain impairments to be responsible for collecting and presenting vital evidence is, in the words of Paul Jenkins, CEO of Rethink Mental Illness, “like asking someone in a wheelchair to walk to the assessment centre.”  He was referring to the High Court ruling that the Work Capability Assessment discriminates against people with cognitive impairments but the same can be said for PIP. A condition of the WCA court ruling was that the DWP carry out a pilot into evidence collection for claimants with certain impairments. The findings of this pilot have never been made public.

3.6.5 It can be difficult for Disabled people to obtain up-to-date and relevant Further Evidence
. GPs often charge for evidence. There is an incentive not to provide free evidence at assessment stage as when a claim gets to appeal stage the tribunal service will pay. One Disabled person told us that it cost them £120 to pay for their medical evidence plus its safe delivery.  Many Disabled people simply cannot afford to pay for the evidence they need.

3.6.6 A lack of current professional input is also no proof that a person does not have an impairment impacting on their daily life. Community Mental Health Teams discharge out-patients at the earliest opportunity while therapeutic interventions available through the NHS are increasingly time-limited. 
3.6.7 “My PIP application was refused [subsequently over-turned on appeal]. I was assessed by a physiotherapist who assumed that because of the lack of “input” into my mental health condition that my mental health is not debilitating and does not adversely affect my day-to-day life. I have exhausted all available psychotherapies and, rather astonishingly, this fact is being used to undermine my claim by a person who is unqualified to comment.”

3.6.8 The application form needs to make it clear that the DWP does not always gather Further Evidence and that it is the Disabled person’s responsibility to do this. The application form asks for details of health care professionals and many Disabled people presume that the DWP will therefore use these to contact them for evidence. Paul Gray’s second independent review of PIP recommends that “The Department makes clear that the responsibility to provide Further Evidence lies primarily with the claimant and that they should not assume the Department will contact health care professionals.”

3.6.9 “Despite providing details of my heart specialist, my pain consultant, and my G.P., none received any contact from the D.W.P. to provide detailed information about my condition(s).”

3.6.10 There needs to be clear, accessible information about the type of additional evidence it is most useful to provide. This point is picked up in Paul Gray’s second independent review of PIP: “11. Gathering relevant Further Evidence is made harder by a continued widespread misperception that PIP is a medical rather than a functional assessment…They may also seek medical evidence from their GP, which could include a financial cost, rather than more functional evidence from another professional, such as a Community Psychiatric Nurse, which would more appropriately support their claim.”

3.6.11 Disabled people are encouraged to “bring a companion/advocate with you…’
 in recognition that assessments are a stressful experience that benefit from support and also that for many Disabled people the nature of their impairment means they would be unable to participate without assistance. The second review of PIP advises that “The Department should seek to ensure that the evidence of carers and family members is given due weight in the assessment process”
. However, Disabled people and their families and supporters report negative experiences of how their companion/advocate is included in the assessment. 
3.6.12 “ ….I asked the assessor for clarification of the question. Her reaction was violently aggressive, Pointing at me, she shouted, "I don't want to hear from you - I am asking her”, with great emphasis, while pointing at [the Disabled person]. We were both outraged and appalled - and the atmosphere thereafter froze.”
3.6.13 “I was crying and shaking throughout the assessment because the assessor had shouted at my carer for trying to help explain my psychology appointments situation. She threatened to stop the assessment if he was not quiet. She wrote…. in her report saying I was normal and not anxious at all…Carers should be allowed to help and speak at the assessment when it's for mental health conditions and the person is getting upset, flummoxed or confused…..   She did not understand how I needed my carer to be able to help in the assessment.”
3.6.14 Recommendation 5: Information to claimants to make clear that although the PIP application form asks for details of health care professionals, it is the responsibility of the claimant to contact them for evidence.
3.6.15 Recommendation 6: Disabled people to be given clear and accessible information about the type of Further Evidence that is most useful for them to bring to the assessment.
3.6.16 Recommendation 7: Findings of the WCA evidence collection pilot to be published so and lessons applied to the PIP assessment process.

3.6.17 Recommendation 8: Development of a system for Disabled people to opt for evidence to be collected on their behalf by the DWP where they face significant barriers to doing so themselves.

3.7 Unsupportive assessment environment 
3.7.1 Given that, as noted above, the current assessment system places the burden of proof on the Disabled person, it is even more important that the assessment environment supports the Disabled person’s active participation including the ability to present evidence and answer questions. Assessing the impact on daily life of impairments such as mental health conditions, learning difficulties, neurodiversity or fluctuating health conditions rest more heavily on verbal evidence than a physical assessment. In many cases, the nature of the impairment itself is a barrier to being able to present verbal evidence in response to questions. Stress around the arrangements and conditions of the assessment such as being called at short notice, unclear information and confusion about appointment times, inaccessible premises or inappropriate behaviour by assessment staff make it more difficult for Disabled people to participate and make sure they present the most relevant evidence to the assessor.
3.7.2 Disabled people have fed back to us experiences of requests for home visits being ignored, repeatedly cancelled appointments and inaccessible venues. In one case as little as 3 days’ notice was given of an assessment date via text. A key access need for Disabled people is to have time to prepare and organise, for example booking support or accessible transport.
3.7.3 “my GP wrote for them a letter explaining that I need a home visit assessment, but they didn't consider the letter…”
3.7.4 “We went one week and then had our appointment cancelled when we were already there, then had to go back the following week. Luckily my social worker could make both dates at short notice”. 

3.7.5 “The first appointment we were offered for her PIP assessment was in a London suburb and totally inaccessible to my daughter at the time offered, in the early morning. I challenged this…  thereafter an appointment was offered in Brighton, which we attended. However, the assessor was unable to keep this appointment and so we had to return home….  Subsequently a third appointment was offered in a neighbouring town which we attended.”
3.7.6 “The assessment centre did not have a disability blue badge space near the door.  Car parking in the main area was too far to walk. So on the day I used a taxi there and home.”

3.7.7 Disabled people have repeatedly complained about the manner in which assessors and Mandatory Reconsideration staff speak and treat them. At a minimum there appears to be a wide spread lack of common courtesy, more seriously dismissive and hostile behaviour causes distress and exacerbates people’s conditions.
3.7.8 “She was rude, harsh, I felt bullied and intimidated. She reduced me to tears yet made no mention of this in her report….. she triggered my ptsd with her appalling manner and totally disregarded how those with mental health problems and previous suicide attempts should have been treated.”
3.7.9 “I, with the help of a retired welfare rights advisor, submitted a reconsideration request. I found the staff at the DWP to be often rude and very unhelpful, and I found it extremely difficult to deal with them. I called to chase up the original decision as it was taking a while. I was told over the phone I was not entitled and I informed the operative I would be launching an appeal, his response was “Really, Why bother?” followed by a small giggle.”
3.7.10 “‘…was 'shut up' by this nurse when trying to answer with the true facts….”
3.7.11 Recommendation 9: Access audits to be carried out of all assessment centres with a requirement on providers to make reasonable adjustments to improve accessibility.

3.7.12 Recommendation 10: Disabled People’s Organisations to be commissioned to deliver mandatory disability equality training for all assessors to improve customer service.
4. Question 2: Do Atos and Capita staff conducting PIP assessments possess sufficient expertise to make accurate decisions on claims involving a wide range of mental and physical health conditions?

4.1 Evidence from Disabled people, their organisations and professionals who support Disabled people through assessments indicates that not only do assessors lack the expertise to make accurate decisions, they lack the understanding to be able to conduct assessments in an appropriate way for people with different impairments. In too many cases involving Disabled people with self-injurious behaviours and suicidal ideation, questions asked by assessors are inappropriate and harmful.  

4.2  “Assessors often appear to have been completely lacking in relevant expertise. They're often inappropriately qualified; someone with a mental health problem, for instance, might be assessed by a physiotherapist…… assessments often bear little or no relationship to the reality of the client's disabilities and the way the affect their lives. They're sloppy, sometimes ridiculously so….I have recently supported 3 disabled people with ATOS "assessments" who have autism and other related conditions and have been shocked at how inappropriate and irrelevant the questions were.   The "assessor" had not the slightest idea about anything related to autism and the person being assessed became more and more frustrated as the assessment proceeded…What I got back from her was that she had her questions that had to be asked and that they had to be answered.”
4.3 “I attend a PIP assessment in July last year, I am autistic (Aspergers), also live with anxiety and depression, I received no points, at review point I received no points, I believe the woman conducting the assessment was not well versed on ASC and therefore assessed on the traditional wheelchair/crutches disabled person model.”

4.4 “I had a children's nurse assessing me for mental and physical health problems. She didn't even know what PTSD was.” 

4.5 “I was assessed by a physiotherapist for longstanding complex mental health problems, including eating difficulties, chronic self-harming, suicidal feelings, mixed anxiety and depressive disorder.  I do not think a physiotherapist with a few weeks training in mental health assessments understood or was qualified to assess me. She did not understand how I needed my carer to be able to help in the assessment.”
4.6 “I have mental health conditions, autism and a rare genetic condition called Ehlers-Danlos syndrome which has multiple impacts on my day to day functioning and mobility. I received enhanced care but no questions were asked about my mobility and I received 0 points.……my assessor still didn’t know what my genetic condition was or seem to know anything about my physical health or much about an of my conditions/ the consequences of my conditions.”
4.7 “I am 27 year old, and have left hemiplegia and left hip dysplasia…The assessor I had was listed as a physiotherapist…I felt as though the assessor was not suitably qualified to assess my conditions (which she reported wrongly in her report)…For a physiotherapist to make a decision on my physical and mental health conditions all in the space of 30 minutes is astounding.”
4.8 “Our assessor was described on the web-site, as a "highly trained health professional". During our appointment we learned that she had been a "nurse"…..  As someone who has lived with nurses and members of the medical profession all my life, I concluded that this lady might once have been a very limited nursing auxiliary - but was certainly not  "... a highly trained NHS professional."    

4.9 We consider that a lack of impairment specific expertise is a contributing factor in the scale of inaccurate decision-making. We agree with the findings of a judge in an Upper Tribunal appeal case concerning ESA where a claimant with mental health support needs had been wrongly assessed by a physiotherapist that :“The opinion of somebody with no mental health qualifications in such circumstances should have carried no weight at all… It is plainly important that questions of mental health should be assessed by a disability analyst with appropriate mental health qualifications if their opinion is to be of any evidential value.” 

4.10 Qualification levels for recruitment as an assessor appear to be worryingly low. We were contacted by a person without appropriate health professional qualifications who applied for a job as PIP assessor with Capita and was alarmed that they were accepted.

4.11 “I have seen adverts by Capita advertising vacancies for assessors that pay up to £95 per assessment. I applied. I am 65 with a 40 year old maths degree 15 year old NVQ in child care.  Offered an interview for part time position, with target of 10 assessments in two and a half days with potential earning of £950 a week, part time training given that qualifies you as an assessor.”
4.12 Of serious concern is the fact that assessors are routinely asking Disabled people inappropriate questions regarding self-harming behaviours and suicidal ideation including detailed questioning over previous suicide attempts. Questions such as “why haven’t you killed yourself yet?” or “why did you fail?” are psychologically damaging. 

4.13 Psychiatrist Linda Gask says: “Being able to talk honestly about suicide and self-harm in any setting requires the questioner to demonstrate empathic understanding for the interviewee, who in turn needs to feel safe enough to share very painful thoughts and feelings with the interviewer. When you think about these necessary conditions, the PIP assessment is hardly a place where a person is encouraged to feel safe — quite the opposite. Furthermore, asking: ‘Can you tell me why you haven’t killed yourself yet?’ not only shows a lack of empathy but also seems to suggest that the interviewer is even surprised you haven’t done so already. That they think your life isn’t worth very much at all — a thought that might already be crossing a desperately vulnerable person’s mind.”
4.14 Peter Kinderman, President of the British Psychological Society has said: “I think this is another example of how the work capability assessment, PIP assessment, the assessment [under the] benefit regime for people with mental health problems, is not fit for purpose, and we need to have a root and branch rethink of it.”

4.15 Guidance for clinical staff assessing suicide risk sets out the importance of discussing suicidal ideas including prohibitive factors, i.e. what factors such as children or religious belief help a person not to go through with taking their life. This is in order to establish risk levels within the context of setting a safety plan. The phrasing of any questions relating to self-harm and suicidal tendencies must be done sensitively as part of a structured intervention and accompanied by clear information about who to contact and how in case of an emergency. Within PIP assessments, questions relating to prohibitive factors are being inappropriately taken out of a clinical context and asked in distressing and potentially harmful ways.
4.16 Clinical guidance on assessing suicidal risk refers to the importance of “timely follow up” and the need to provide information about “how best to contact you in between appointments should an emergency arise…Patients should also be given details of who to contact out of hours when you are not available.”
 Within PIP assessments Disabled people are being asked sensitive questions without adequate safeguarding.
4.17 There is a weight of evidence from Disabled people that questions are being asked insensitively. Asking “is there anything in your life that stops you?” is very different to asking “why haven’t you killed yourself yet?”: to a person with suicidal tendencies the latter phrasing feeds into the idea that you are worthless and should kill yourself whereas the former is a more effective way of finding out the information the question is intended to assess. This indicates insufficient expertise and poor training for assessors. However, as the training materials used by providers are deemed commercially sensitive we are not able to evaluate where they are lacking
. 
4.18 It is also unclear what relevance questions about prohibitive factors have to the PIP assessment. The implication of their inclusion is that someone who is a higher suicide risk has a greater need for benefits. However, a person can experience extreme mental distress without that necessarily culminating in a successful suicide attempt. The PIP assessment should instead be evaluating the level of negative impact on daily life that a Disabled person’s suicidal ideation and self-harming behaviours have. 
4.19 This sort of insensitive questioning serves to make the assessment process as unbearable as possible without contributing to the accuracy of the decision-making. Indeed, by causing added distress it makes it more difficult for the Disabled person to present their verbal evidence. 

4.20 “I was asked if i was suicidal and he grinned as he said it as if it were something funny.”   

4.21 “She asked me the last time I had taken an overdose. ….. it was a year ago. She also asked me why so long ago….” 

4.22 After one young woman put on social media that she had been asked this question, she received hundreds of responses from others who had experienced the same. Others said they had been asked, or heard, other disturbing questions and comments about self-harming behaviour during the PIP process. 
4.23 The young woman, Alice Kirby told us: “Many, including myself, were asked to detail exactly how they had tried to kill themselves in the past despite this having no bearing on the points awarded. And lots of people were asked to detail exactly how they would kill themselves if they were to act on suicidal thoughts. The DWP have said questions are asked for safeguarding reasons, yet they do not have a safeguarding policy. My assessor did not offer any support, she did not tell me where I could get help, and she did not explain what I should do when I’m feeling suicidal and unsafe. I have seen hundreds of responses, and not one person said that they were given support after saying that they were suicidal. In any case, asking a person why they have not killed themselves can be dangerous, especially if they are unable to think of a reason. And asking people to relive the trauma of previous attempts, or to detail how they would kill themselves in the future, certainly cannot be justified. Being asked these questions has a significant impact on our mental health. One man I spoke with explained what happened after he left his assessment: “Do you know on the way home I stood at the railway tracks and considered jumping because of the experience I had just had”. The only question assessors should ask is, "Does feeling suicidal impact your ability to carry out this task" as this is the only one which would influence points awarded. However, it was not a question I was asked. Instead, I was asked a series of harmful questions which did not change the outcome of the assessment.” 

4.24 Responses sent to Alice from others who had had similar experiences include the following:

4.25 “I’ve been asked. Also been told I’ve had rather a lot of medication (for cancer) and have cost the NHS a lot of money.”
4.26 “My son was asked the same. Appeals and tribunal been going on for over a year now. Chiropodist assessed him!”

4.27 “I have heard it asked myself on a couple of occasions and when I objected I was told I would be ejected from the assessment.”

4.28 “…aggressively questioned about why I hadn’t killed myself ‘yet’ and what methods I’d use.”
4.29  “I also got asked this because I have PTSD and have attempted in the past. They asked why I failed.”

4.30  “I got asked this, I felt very, very, very degraded. It’s a question that should not be asked.”

4.31 “[I was told] ‘You’ve considered suicide? That’s understandable’.”

4.32 Recommendation 11: If the PIP assessment remains in its current form with a focus on functionality as opposed to real world barriers, it should only be conducted by assessors with impairment-specific professional qualifications and experience. For people with multiple impairments the assessment will need input from more than one assessor as required to ensure relevant expertise.  
4.33 Recommendation 12: Urgent guidance to be issued to all assessors detailing appropriate ways to ask questions relating to the impact on daily life of living with mental distress.
5. Question 3a: Do staff take enough account of additional evidence supplied by claimants?

5.1 A central factor in why so many decisions are over-turned is that evidence from the Disabled person is only properly considered at appeal stage. Assessments are conducted on the basis that enough information can be gathered by short observation and set questions. Feedback from Disabled people, their organisations and professionals supporting them is that neither the assessor nor the DWP decision maker takes proper account of the Further Evidence and it is not until the tribunal hearing that this is properly considered.
5.2 Neither the assessor nor the DWP took any account of the medical evidence I provided, which showed how long I had suffered with my complex mental health conditions…. I sent them my appointment letter with psychology, and also an assessment by a psychiatrist a year earlier.  All my medical evidence was either ignored at MR stage…When I was discharged from one therapist, the DWP tried to use this as evidence of my recovery, despite me telling the assessor and providing a printout of my GP summary showing that I was actually referred to a different type of therapist. I had explained the reason for this change was because I had taken another overdose and the first therapist was no longer qualified to see me, because of this. The MR also ignored evidence of me having specialist input for my mental health.”  
5.3  “My Doctors and Hospital Consultant detailed medical notes were completely ignored”.

5.4  “Had to pay for three letters from GP at £25 a time and they wouldn't acknowledge them.”
6. Question 3b: Is the face-to-face assessment appropriate for claimants with a range of different conditions?

6.1 We do not think face-to-face assessments are necessary for the majority of Disabled people and recommend assessments are the exception rather than the rule.  The application form where the Disabled person gives a description of the impact of their impairment on daily life backed by additional evidence from health care professionals should be sufficient as it was under Disability Living Allowance (DLA). 
 If additional evidence is not available there may be a place for a face-to-face assessment.  
6.2 For certain impairments such as mental health support needs, learning difficulties, neuro-diversity and fluctuating conditions, a snap shot assessment undertaken by an assessor without relevant impairment-specific understanding cannot provide the basis for an accurate assessment. 

6.3 Face-to-face assessments are particularly stressful and the experience can aggravate individual conditions. They also need to be understood within a wider context of multiple assessments for different benefits and support where there is an even greater cumulative adverse impact on the health of a Disabled person.
6.4 “…. for me with a brain injury, fibromyalgia, M.E., PTSD, depression and anxiety, I wasn't able to put across information due to poor memory recall and the stress affecting my cognitive function. A paper based assessment would have been more appropriate but instead we are forced to aggravate our conditions for threat of having our money stopped.”
6.5 “I have mental health conditions, autism and a rare genetic condition called Ehlers-Danlos syndrome. The actual assessment provided nothing that my medical evidence didn’t already tell them – that I couldn’t come alone and the whole thing was distressing….my health was much worse as anxiety affects my mental and physical health.” 

6.6 “I think it is extremely difficult for some people with mental health conditions to go through the face to face, especially with an unsympathetic assessor with little knowledge or experience of dealing with people with complex mental health problems.” 

6.7 Reducing the number of face-to-face assessments could make considerable savings to the public purse. The Department for Work and Pensions (DWP) paid Atos and Capita £507m for personal independence payment (PIP) tests between 2013 and 2016.
 The DWP expected to save £800 between up to April 2015, but it saved nothing at all.  It has now reduced its estimate of savings on PIP from 2015 to 2019 from £1.1 billion to £0.4 billion.
    

6.8 Recommendation 13: Face-to-face assessments are the exception rather than the rule.
7. Question 4: What changes are needed to improve the accuracy of decisions made in initial assessments and in mandatory reconsideration, given that the majority of decisions that go to appeal are overturned?

a) 
What are the most common reasons you come across for decisions being overturned on appeal?
7.1 As detailed above, the most common reasons are:

· Assessment reports bear little or no relation to the actual impact of the Disabled person’s impairment/s on daily living.
· Additional evidence is not considered until tribunal stage.

· The Disabled person is unable to collect additional evidence before tribunal stage.

· The Disabled person is not able to access the support they need to engage in the original assessment and/or provide the level of detailed information required for MR.

b)
Is the mandatory reconsideration stage functioning properly? How could it be improved, or should it be abolished?

8.1 As government statistics show, the majority of Mandatory Reconsiderations (MR) do not change the decision.
 It is not surprising therefore that the MoJ has found that the number of PIP appeals increased by 71% for the quarter October to December 2016.  For the majority of Disabled people and their organisations MR is seen as rubber stamping an incorrect decision. The decision-maker is even less qualified than the original assessor and not confident to challenge decisions made by a health care professional.  Paul Gray’s second review of PIP finds that Tribunal Judges are sceptical about the thoroughness of the MR process
.
8.2 MR creates a barrier that makes it more difficult for Disabled people to go to appeal. It discourages Disabled people who have received inaccurate decisions from seeking redress and accessing the support they need. 
8.3 “I've been left too shattered and exhausted by the whole demeaning process to chase them up.”   

8.4 Disabled people report that additional evidence is ignored by the MR process and it is not until the appeal tribunal that this evidence is properly considered.  We were only contacted by one Disabled person and one Disabled People’s Organisation who had had a positive experience with MR.

8.5 “In my example, I obtained further letters from my GP and numerous consultants (given that I am under the care of various consultants)… I believe these letters helped but also the very thorough report compiled by my husband who highlighted blatant errors by assessor.”
8.6 The Disabled People’s Organisation had a similar experience of success when additional information and a detailed report was provided on behalf of one of their members.  However, many Disabled people do not have the necessary support to provide detailed reports highlighting the errors made by the assessor. 

8.7 Recommendation 14: Abolish the Mandatory Reconsideration stage.
8. Question 5. What is the impact on claimants of delays in getting an accurate decision on their claim, and how could this be reduced or better managed?

9.1 The delay, which can take from months to years, in getting an accurate decision has a severely detrimental impact on Disabled people and their families. The process of challenging decisions is distressing and can seriously aggravate existing mental health conditions, placing greater strain on the NHS. The family of one woman who was previously on an indefinite award but found ineligible for PIP have good reason to believe her death was a suicide linked to the removal of the benefit
.

9.2 The loss of essential daily living support leads to a range of negative consequences including isolation and loneliness, inability to engage in work focused activity, debt and arrears and reliance on foodbanks. 
9.3 Individuals with a wider family can become more dependent for assistance with daily living and financially placing a strain which can then lead to family members having to leave employment and/or becoming unwell themselves. 
9.4 We are concerned that Disabled people and their families are put through an exhausting and stressful process only to be reassessed in a year or two’s time.

9.5 “Delays, and repeated rejections, first at the initial stage, and again at mandatory reconsideration, are extremely stressful for clients. I have a client who is currently waiting for a tribunal date. She's been suicidal three times so far. The simplest way of reducing the stress would be to remove the mandatory reconsideration, which achieves little of a positive nature. Accurate assessments would be less stressful, and would reduce the load on tribunals, and hence the delay before a hearing.”
9.6 “…it is horribly distressing for people with autism. I was so scared……Even though I didn’t go to appeal, the whole process took 7 months during which time my health was much worse as anxiety affects my mental and physical health. I attempted suicide twice directly related to communication with DWP/ capita (standard communication, not them saying anything offensive/ bad, just the stress of it all and the fear).”
9.7 “IT TOOK ONE YEAR FROM INITIAL CLAIM TO DECISION OVERTURN. DURING THIS TIME I LIVED IN ALMOST TOTAL ISOLATION WHILE UNABLE TO DO EVEN THE VERY BASICS OF DAILY-LIVING. MY PHYSICAL AND MENTAL HEALTH DEGENERATED SUBSTANTIALLY DURING THIS TIME.”

9.8 “The whole process has been very stressful.  I originally submitted my PIP application form mid November 2016, and the end date (the date I received my mandatory reconsideration judgement), was March 4th 2017).  That’s quite a long time overall, a lot of stress and it re-trigged my anxiety which has resulted in my GP re-prescribing me medication to tackle this.”
9.9 “I am surviving on £50 a week ESA and am borrowing lots off my family to survive. I am overwhelmed at the debt I am in, on top of my mental health problems. My mental health is deteriorating further because of this and the unfair assessment and MR process which also upsets me……. I want nothing more than recovery at my young age so I can join in and do what my friends do. This is what upsets me the most.”

9.10 “The knock on effect is horrendous. For me, I have battled against physical and mental health problems in order to not give up. Now my 'legs' and means of the small amount of independence I hung onto has been taken. Change over from DLA to PIP saw me go from higher rate mobility to nothing at all. My car went back yesterday. I cannot use public transport and even if I could I am unable to manage the distances of walking at either end. I am now effectively housebound, having to rely yet more on the generosity of people who have their own lives. Right now I can't see a way forward. I have had all chances of ever hoping to be well enough to work and be independent taken away.”
9.11 “so now they going to take back the car, I can't go out, I can't take the bus or a cab because I can't walk to the bus stop….”
9.12 ‘We started the PIP process last May and are still awaiting a tribunal so that's been a year of uncertainty, worry and stress which has made both our health worse. (I took an overdose and went to A&E with the stress and we have both visited the GP's more as a consequence). My partners DLA stopped along with my carers allowance and income support so we've had to rely on foodbanks and our debts have increased… I Wouldn't wish the PIP process on my worst enemy and it is an appalling way to treat disabled people….’.”
9.13 “Our car, purchased on the Mobility scheme over 4 yrs. lies in the drive with no Road Tax or Insurance. We are 'trapped' at home…  We go to court [soon]… for re-possession of our house we've been in for 30 yrs.”
9.14 As reported by John Pring of the Disability News Service: “A disabled woman who took her own life after being told she had lost a benefits appeal had written a letter to civil servants describing the unfairness of the face-to-face assessment that had led to her losing her support…An inquest into the 68-year-old’s death did not record a verdict of suicide, but her daughter is convinced that she took her own life, because of the way she died, and because her body was discovered surrounded by her PIP paperwork and the “do not resuscitate” notice…”.

9.15 “…it not only does this process cause mental health problems, it undoes a great deal of hard work through the care of NHS teams supporting & caring for our needs.” 

9.16 “The stresses attributed to [the successful appeal] have exasperated my mental health significantly. Indeed, my local mental health services have had to intervene.”

9.17 “I was successful in my tribunal appeal. However the judge said he did not know why the DWP had put to be re-assessed in 2 yrs”.
9.18 Mitigations such as the recent announcement by Theresa May that Disabled people can now keep their specially-adapted Motability cars for up to six months if they are denied PIP are welcome but do not go far enough. A key aim must be to protect Disabled people from inaccurate assessments in the first place.
That concludes this evidence.
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