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1. Introduction

1.1 Inclusion London 

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 in London and through these organisations our reach extends to over 70,000 Disabled Londoners.   

1.2 Disabled people

· In 2012/13 there were approximately 12.2 million Disabled adults and children in the UK, a rise from 10.8 million in 2002/03.  The estimated percentage of the population who were disabled remained relatively constant over time at around 19 per cent.

· There are approximately 1.2 million Disabled people living in London.

2. Summary 

The evidence below focuses on the provision of care and support by local authorities for adults in their own homes in the community in England. We do not provide evidence on care provided in residential homes.
 The Care Act 2014 gives the right for adult social care and support recipients to a Personal Budget,
 which was welcomed by Disabled people because the original intention of Personal Budgets (PBs) was to give Disabled people choice and control over the care and support provided by the state to enable Disabled people to have the same opportunities, choices and rights as non-Disabled people.
· The original intention of PBs has been undermined by a lack of funding from central government and a lack of protections for social care and support budgets by local authorities;
·  Personal Budgets and social care and support packages are increasingly insufficient to meet need and there has been a rise in "clean and feed" models of care to the detriment of Disabled people's domestic, social and leisure needs.   

· The duty for local authorities to promote well-being under the Care Act 2014 remains an aspiration rather than a reality in many local areas due to budgetary constraints.  Likewise the right to independent living and full inclusion and participation in the community under Article 19 of the UN Convention on the Rights of Persons with Disabilities (UNCRPD) is also being ignored. 
· ‘Control by the individual over day-to-day life’ under the Care Act’s well-being duty 
 is also not being implemented in many areas.
· There is a lack of information and support for Personal Budget users receiving Direct Payments (DPs) so many Disabled people are being put at risk and left carrying unreasonable levels of responsibility. 
· The benefits of having a DP are becoming outweighed by the difficulties and burdens, such as keeping up-to-date with employment law.

In England funding for adult social care and support has been cut by £4.6 billion over five years, since 2010. The additional funding and the measures announced by the Chancellor in the Autumn Budget 2015 of an optional ‘social care precept’ and the retention business rates fail to provide a remedy to the crisis resulting in inadequate care for Disabled people and increased pressure on the NHS.

Recommendation

Funding for adult care and support is paid from general taxation and provided free at the point of delivery.

3. Inclusion London’s evidence 

3.1 Inclusion London welcomes the opportunity to submit evidence to the United Nations regarding the support provided for Disabled people.   The evidence focuses on the provision of care and support by local authorities for adults in their own homes in the community in England. We do not provide evidence on support provided in residential homes.

3.2 Our evidence is based on information from our network of over 90 Disabled People’s Organisations (DDPOs) in London.. We also include qualitative evidence from Disabled Londoners with direct payments regarding their experience of social care and support from an esurvey we conducted in 2012 as well as the recent experience of individuals that are part of a network of former Independent Living Fund (ILF)
 recipients.
The aim of Personal Budgets   
3.3 The Care Act 2014 enshrines in law, for the first time the right to a Personal Budget. 
 The intention of Personal Budgets (PBs) is to give Disabled people choice and control over care and support provided by the state.   The introduction of Personal Budgets was the cornerstone of the 2005 report ‘Improving Life Chances of Disabled People’ and its target for full disability equality, as Jenny Morris writes, PBs ‘….were driven by the wish to deliver self-determination, the bed-rock of independent living.’ 

3.4 Choice and control over the support Disabled people need to access the same opportunities as non-Disabled people is essential to achieving equal life chances.  
3.5 Independent living for Deaf and Disabled people is having the same opportunities, choices and rights as other citizens including being able to work, live in your own home with people you choose to live with, being able to go out and participate in cultural activities, public life and sport and having the chance to be a parent and have a social life.   

Article 19 of the UN Convention on the Rights of Persons with Disabilities gives Disabled people the right to ‘Living independently and being included in the community’.  ‘State Parties’ should ensure that Disabled people have ‘access a range of in-home, residential and other community support services, including personal assistance necessary to support living and inclusion in the community, and to prevent isolation or segregation from the community;” 
  

3.6 Personal Budgets, as a mechanism for delivering self-determination and independent living, have been an extremely positive step for Disabled people.  The Third Personal Budget National Survey in 2014 found:

‘At least two thirds of respondents said their personal budget had made things better or a lot better in 11 of the 15 areas of life we asked about:”
  

3.7 Investment in independent living for Disabled people enables individuals to contribute to the economy and to their communities in many ways as taxpayers, employees, volunteers, carers and citizens. 
3.8 However, Disabled people can only fulfil our potential with support that is sufficient, flexible and easy to manage. Personal Budgets were designed to provide this but as we shall see below their administration by Local Authorities is not only failing to live up to this intention but is also creating problems and distress for many Disabled people trying to access them, which does not bode well for them being rolled out to the majority if not all social care and support users under the Care Act 2014.
Personal Budgets in Practice     
3.9 In practice Personal Budgets (PBs) are becoming increasingly restrictive and difficult to access in a climate of severe funding shortfalls in social care.  
Findings from a survey published by In Control in 2015 showed that: 

· Almost half (45%) of respondents to our survey said that their quality of life had reduced. 

· Almost a third (30%) said that they had experienced a reduction of choice and control over the past year. 

· Half said their need for support had increased and yet only 22% had experienced a corresponding increase in paid support over the past year.

· The 57% of respondents who had their care package reassessed in the previous 12 months, 17% said that they had been told that there was a financial cap placed on certain types of expenditure.  

· 29% of respondents reported restrictions being placed on their use of direct payments or personal budgets. 

3.10 The above findings, revealing problems with mainstream care and support, tallied with the difficulties being faced by former Independent Living Fund (ILF)
 recipients as responsibility for meeting their full social care needs transferred to their Local Authorities in 2015. Difficulties commonly encountered by this group include:

· Lower hourly rates of pay for Personal Assistants set by Local Authorities without the flexibility that the ILF allowed for individual employers to set their own hourly rates to attract appropriately skilled workers.

· A drive by LAs to replace support hours with telecare and equipment including incontinence pads against the wishes of Disabled people, claiming these “solutions” will “increase independence”.
· Increasing expectation on family, friends and members of the community to provide unpaid support so that the quality of life of the Disabled person becomes inappropriately tied to dependency.

· More onerous monitoring, requiring complex information within short timeframes but without support or clear communication from the LA, causing uncertainty and distress.

· Misinformation, poor communication and confusion from LAs as they struggle to administer PBs in a climate of cuts. 
· Inappropriate referrals by LAs for Continuing Health Care (CHC) funding (to either supplement or replace a PB from the local authority). Assessments take up many hours of time and create uncertainty and anxiety for the individual Disabled person. Even where individuals are unlikely to be found eligible LAs are making CHC referrals in attempts to make savings.

“ACAS now define work as anytime when someone is present and available to work, as working - which means that my LA are acting illegally, by only funding sleeping rate at so much less, which doesn't seem to bother them! So basically, I have had to increase my wages, but I am not getting any more funding. I'm trying to get increase in hourly rate to pay the statutory Living Wage plus an increase for PAs. I'm paying a little above LW but it's far too low. My area has one of the lowest rates. It's difficult to compete with other employers of support workers.” 
Former ILF recipient

Funding in crisis     
3.11 In June 2015 the ADASS reported a total of £4.6 billion budget reductions for adult social care since 2010 in England.
 The ADASS, Disabled people’s organisations, charities and the Care and Support Alliance have been warning the government of a crisis in funding of adult social care and support for years.   In 2015 the recently appointed president of the ADASS, Ray James, urged the Chancellor to provide a settlement to provide for “.. the growing funding gap for social care and the true cost of the living wage” otherwise:-

 “… ultimately the safety and wellbeing of growing numbers of people, often with more complex needs, who rely on social care being put at grave risk.”
    

Measures in Autumn Budget 2015      
3.12 Through the Autumn Statement 2015 the Chancellor responded to the funding crisis in adult social care and support by providing an additional £1.5 billion in funding through the Better Care Fund. However, this does not become available till April 2017 and the larger increases in funding do not occur until 2019/20. The Chancellor also introduced a new optional ‘social care precept’, which enables local authorities to raise council tax in their area by up to 2% above the existing threshold, the funds raised from this can only be spent on social care and support.
   However, there is no compulsion on Councils to impose the ‘social care precept’ and elected politicians could be wary using this option.  Some boroughs have already taken the decision not to raise council tax: A spokeswoman for Merton’s Labour group said that the Labour group “intends to keep its promise to residents to freeze council tax” 
so will not be taking advantage of the two per cent increase option.

3.13 An assessment by the King’s Fund has shown that even if all councils were to introduce the new 2% council tax precept for social care announced by the Chancellor in his 2015 Autumn Statement, every year for the next four years, there will still be a funding gap of £2.8bn to £3.5bn by 2020. 
  The ADASS 2016 budget survey highlights that, ‘..the social care precept this year raises less than two-thirds of the calculated costs of the National Living Wage. So this year Directors of Adult Social Services (Directors) have to find more savings of £941m (7% of the total net budget).’   The ADASS goes on to say,   ‘At least 24% of this year’s savings will come from cutting services or reducing the personal budgets of people who receive care and support’.
3.14 The Autumn statement 2015 also proposed a huge change – phasing out the local government grant from central government.
 In return local government will be able to keep 100% of the rates they collect from local business to fund local services by the end of parliament. 
    The government quoted the Office of Budget Responsibility (OBR), which said that council tax and business rates were forecast to grow in cash terms by £6.3 billion by 2019-20. However, according to the Governor of the bank of England’s inflation report in May 2016 the economy had slowed to around 1½% in the first quarter of the year and was ‘decelerating again’.
 This deceleration could well be compounded by disruption and uncertainty caused by the outcome of the EU referendum, so revenues from business rates could fall rather than rise.   Also, Councils have been given the power to cut business rates, which would reduce the funds available for services.     
3.15 Funding from business rates, which can fluctuate according to the economic climate and an optional 2% rise in Council Tax is not a sound basis on which to fund vital care and support.  
 3.16 A substantial increase in funding from Central government is urgently needed as Disabled people are suffering as a result and also the NHS is bearing the cost through delayed discharges. In June 2016 the delayed discharge figures for April 2016 were released by NHS England, which showed that the lack of funding for social care and support is impacting on the NHS.  

Simon Stevens NHS, Chief Executive warned that delayed discharge could be a serious issue for the next five years ‘because there are real pressures building in social care’.

“We know that it is not just those that are kept in hospital unnecessarily who are being failed by our health and social care system, at least 1 million people are not getting help with their basic needs.

“The Government needs to urgently address people’s care needs and fill the gap in social care funding. The sector has lost £4.6 billion over the last 5 years and there will be an estimated shortfall of between £2.8 billion and £3.5 billion by the end of the parliament.”

3.17 Although the Department for Communities and Local Government have published figures showing local councils are planning to invest an extra £308 million this year on adult social care services as Vicky McDermott, Chair of the Care and Support Alliance, said “The care system is chronically underfunded, and while we welcome this extra money it is a drop in the ocean if councils are to keep up with massive pressures they are under.”

Recommendation      
3.18 A fundamental change in the funding of adult social care and support is needed. We believe that social care and support should be paid from general taxation, free at the point of delivery.  This would put funding for social care and support on a firm footing for the future. 

Impact on Personal Budgets     
3.20 The funding constraints are impacting on the delivery of PB’s in several different inter-connected ways:

· Specific targets to make cost savings in the budgets for social care packages. Reviews and re-assessments for PBs are then being carried out with the aim of making percentile reductions irrespective of need.

· Changes in policy and practice to the way PBs are administered with the aim of reducing package awards, e.g reducing the hourly Direct Payment rate, promoting telecare, removing night care.

· Staffing cuts which leave departments over-stretched, sometimes almost impossible to communicate with and more error prone.

· Funding cuts to services that provide support for Disabled people to manage their PBs/DPs. Support services that do exist are unable to provide support with even the most basic tasks such as recruitment, employment contracts, managing staff and emergency cover. 

3.21 Councils are now routinely passing proposals to make blanket cuts to  PBs. Earlier this year one Council passed recommendations to make savings over the next four years of £1.7 million through measures including “creative support planning” and increasing use of technology
. Councillors in another LA passed the recommendation that “the £1.500m budget savings for reducing funding for activities for people receiving support from Adult Social Care through a personal budget, previously removed as part of the budget proposals considered at Adult Social Care Committee in October, are reinstated. This reflects that this saving will be part of the overall work to reduce the cost of packages of care”
. Although common practice, the approach of setting blanket restrictions on PB funding is open to challenge under the Care Act. 
3.22 In one London borough the local authority’s business plan showed the intention to cut 5-15% from adult social care and support budget and claimed that savings could be made through ‘re-ablement’. The local DDPO has raised concerns about the impact of these cuts on Disabled people.  
3.23 In the same borough the social services staff team has been cut by 40%, many of the senior and experienced staff have left and vacancies are not being filled. Remaining staff are hard pressed to carry out the estimated 6,000 reassessments that were supposed to be completed by 1st April 2016 following the introduction of the Care Act 2014.  Disabled people are waiting for 4 months to be reassessed and in some cases are deteriorating while waiting.  A social worker said that the situation was ‘dangerous’ in their opinion.  
Impact on Disabled people      
3.24 The duty to promote well-being under the Care Act 2014 includes the requirement  that local authorities promote an individual’s well-being in relation to: ‘participation in work, education, training or recreation;’ and the individual’s contribution to society;’
 but this is not translated by LAs into funding for support needed to take part in such activities.  Assessments are mainly focused around care and support within the home, such as personal care and support with meals, leading to a ‘clean and feed’ model of very basic care.  Assessors do not usually ask prompting questions about the need for support for participation and inclusion in the community and Disabled people may not mention these needs unless an independent advocate prompts them or they are assertive or aware of their rights as the case example below indicates:
“A client was keen to progress their qualification in translation, which will benefit residents in the local community.  However, she didn’t mention the support she needed to do this until the staff member from a local DDPO, who attended the assessment, prompted her.” 
London Deaf and Disabled People’s Organisation in 2016
3.25 The expectation is that unpaid care or voluntary services can pick up these needs, with the result that Disabled people are too often left socially isolated and trapped at home:
“When I told a social worker that I really missed seeing my mum she said: "but you can go to the Greenhill Centre and make friends with other disabled people". Shocking, truly shocking”. 
“I don't get enough care hours. I have 1 hour in the morning and 30 minutes in the evening to get me showered and dressed/undressed. This does not give me care for help in the kitchen as I cannot prepare or cook food for myself - my kitchen is not wheelchair accessible. I receive no support to fund travel to my family and friends.” 

“My PB provides me with a PA for 19.5hrs per week which covers some of my needs but not all as I go out a lot and attend a lot of meetings and social events. I could do with more at least 30thrs per week as this would give me more scope to do other things and my PA would then get paid for this, right now a lot of work he does he will not get paid for which is unfair as he is saving the L.A a lot of money in the long run.”

“The system is backwards – I shouldn’t have to arrange may (e.g. choose between having a shower this week or visit my elderly mother), the funds should fit the support plan and not the other way around”.

Respondents to Inclusion London Social Care Esurvey, 2012
3.26 The local authority’s duty to promote an individual’s well-being as related to domestic, family and personal relationships
 also seems to be ignored as the case studies above indicate, 
Lack of flexibility       
3.27 As discussed above, the aim of Personal Budgets was to provide a mechanism giving Disabled people choice and control over the support we use. The Care Act 2014, which enshrines the legal right to a Personal Budget and requires local authorities to promote “Well-being” in relation to:  ‘control by the individual over day-to-day life (including over care and support, or support, provided to the individual and the way in which it is provided).
  Yet Disabled people are not allowed to choose how to use their PBs:
 “An older, Italian Disabled mother living in an inaccessible flat wanted to spend £150 of her PB on hiring a private ambulance to enable her to go to church and visit her Italian speaking friends, but this was not permitted by Social Services so she remains housebound.” 
London Deaf and Disabled People’s Organisation, 2016 
 “We are in contact with around 200 PB holders. More or less everyone is not able to use money in the flexible way they would prefer.” 
London Deaf and Disabled People’s Organisation, 2016 
3.28 Some local authorities have introduced a Prepaid Card system. While some individuals may find Prepaid Cards easier to manage, for others this removes choice and control by limiting what and how PB funds can be spent. Under the Care Act 2014 LAs are not permitted to offer Prepaid Cards as the only option, however they can be offered as the default option which realistically means it will be more difficult for individuals to choose a different option giving more choice and control. In some areas Prepaid Card systems have been introduced without consultation with local PB users or DDPOs.   

3.29 In the current climate it has become increasingly difficult for Disabled people to smoothly access and use PBs. 

Delays         
3.30 DDPOs have raised concerns about the delays in obtaining community care assessments or reviews for current PB users. A recent report by CoolTan Arts
, an award winning arts in mental health charity found that the application process continues to be ‘highly bureaucratic, time consuming and stressful.’  The survey report goes on to say:

‘More significantly, the most stressful and time-consuming problem is the delay resulting from the work undertaken in order to initiate a personal budget. Over 90% of cases involve continuous communication attempts via phone and email in order to make first contact with the Care Coordinator involved, followed by routine ‘chasing up’ of unanswered emails and calls that are not always returned.’

It is also difficult to get changes made to existing support plans, as the case example provided by a Deaf and Disabled People’s Organisation (DDPO) in 2016 shows:
 “A Disabled, 44 year old man was receiving 4 visits a day, rather than 24 hours care, as a result he was forced to be bed bound, because he could not sustain sitting for the large number of hours between the carer’s visits. Additional hours were requested and he was eventually re-assessed. Social services agreed in July that he needed 24 hour care.  However, there was long delay in putting this decision into action. The Disabled person died in February, 7 months after the reassessment, the 24 hours care was still had not been put in place”. London DDPO, 2016     

Increased lack of involvement in the assessment process        
3.31 Despite the Care Act 2014 placing a duty on a local authority to have regard for ‘the importance of the individual participating as fully as possible in decisions’ 
and regard for  ‘the individual’s views, wishes, feelings and beliefs’
 another key concern being raised by DDPOs is that Disabled people are not fully involved in the assessment process. Assessment reports do not always record the needs that have been voiced during the assessment.  Also as one DDPO highlighted in 2016, there is, “no consultation with the PB holder before the report is passed to a Manager to generate and sign off the support plan.” So there is no opportunity to change or challenge any inaccuracies in the assessment report. For Disabled people who are not aware of their rights this can lead to the awarding of inadequate packages of care that fail to meet need. For Disabled people who are confident to challenge decisions or who have access to advocacy support this unnecessarily prolongs the process.
3.32 A research report published by People First (Self Advocacy) into the experiences of people with learning difficulties in the London borough of Barnet published in September 2015
 concluded that: “Assessments and reviews seemed to be done in a way that did not really look at the needs of people with learning difficulties.” Of those interviewed who had experienced cuts in support and services, 80% felt that in reviews and assessments either: 
· important information about their needs had been left out 

· Or, that they could not get their voices heard. 
3.33 Those interviewed felt that they were not given the chance to understand what was happening. For many people this was because they did not have accessible information or support. This meant that they could not be a part of the changes, make decisions or make sure they were listened to.

Failure to follow Care Act 2014 procedures  
3.34 The Care Act is clear about the process it expects Local Authorities to follow with regards to assessing need and agreeing support plans. However evidence from individual social care service users and DDPOs shows the statutory guidance is not being followed.

3.35 According to section 6 of the Care Act statutory guidance,
 the person being assessed must be able to develop an understanding of the assessment process an and the basis on which decisions are reached and in order to prepare for an assessment local authorities should send the questions out in advance. The guidance also emphasises the local authority’s responsibility in ensuring assessments carried out by different bodies, for example the NHS, are aligned. Section 10 on care and support planning stresses how the person must be “genuinely involved and influential” throughout the planning process. The support plan should set out the personal budget that has been agreed showing the costs the LA has agreed it will make available so people can “make better informed decisions about how their needs will be met.”

3.36 Evidence from former ILF recipients and DDPOs reveals:

· Lack of clarity about the process. Often people are unclear whether they are having a reassessment or a review and questions are only sent in advance to those that specifically request this, often having to cite the relevant section in the Care Act before this is agreed to.

· Assessments and support plans being written up at the same time by the social worker and being presented to the funding panel before the person has had a chance to correct inaccuracies or agree to it.

· LAs making decisions on support packages before receiving the outcomes of Continuing Healthcare (CHC) referrals.  

3.37 The case study below shows the drastic cuts in support that some former Independent Living Fund (ILF) users are facing since the closure of the fund in 2015, with responsibility of the provision of support passed to local authorities: 

Sarah-Jane*, who has 24/7 support needs, initially had her support package cut from 84 hours a week (pre ILF closure) to 36 hours following a reassessment by her local authority. She received support from a solicitor to challenge this and had her package reinstated pending reassessment. Last week her social worker visited. She thought this was to go through a list of inaccuracies she had highlighted in the second reassessment of which she had been sent a copy and raised concerns. However, the social worker was there to advise that the funding panel had already agreed the outcome of the second reassessment and the support plan that had been completed at the same time without Sarah Jane’s involvement. This support plan awarded her 39 hours of support per week and was to be implemented four weeks from the social workers visit. This timeframe gave no consideration to Sarah-Jane’s obligations under employment law with regards to her Personal Assistants’ notice periods. 

*Not her real name

Lack of transparency       
3.38 DDPOs highlight a lack of transparency about the resource allocation system and how it works. One DDPO said that emails asking for clarification on how decisions on final funding allocations are reached remain unanswered. 

Lack of PB support       
3.39 A combination of over-stretched LAs and inadequate funding for the infrastructure needed to support people in receipt of PBs is resulting in chaos and confusion with individual Disabled people unable to access the support they need to manage the levels of responsibility and liability they carry.
3.40 DDPOs have reported a number of problems with LA performance in administering PBs including:

· Council payroll systems  producing frequent errors and late payments, not sending out regular wage slips or P60 forms, and refusing to increase hourly rates at the request of the PB holder. 
· Lack of information and support on issues like Employers’ Allowance, paying the National Living Wage, pensions, legislative changes in for example hourly rates for night support. 
· Poor communication over charging and changes to fees with bills being sent out without information or a financial assessment, fees being charged incorrectly and a failure to inform PB holders about Disability Related Expenditure.
· Financial monitoring being overly onerous and stressful without enough time to respond and incorrect invoices being sent out demanding repayments.
3.41 The difficulties are illustrated by the case study below:
“My care is currently provided via a Direct Payment Scheme. I had access to and successfully self-managed a Direct Payment Scheme with assistance from a payroll agency for some years. My records were always up to date and meticulously maintained. My Council then introduced a new system and brought the running of the Direct Payment Schemes in house. Following that I have and continue to experience all manner of problems with both the council and the payroll providers contracted by them. There has been a litany of mistakes, neglect and problems encountered including failure to make the necessary payments on time to my care staff, H M Inland Revenue, or my care agency. It is impossible to address these problems because accurate, clear and consistent communication from the Council has not been forthcoming and phone calls and hand-delivered letters have been ignored. I do not have access to my own funds in order to pay not only those previously mentioned, but essential Insurance and advertising costs or stationery expenditure and have had to use my own credit card to supplement staff wages, casing me financial uncertainty. This situation has caused my staff extreme financial hardship, emotional upset and resentment. A member of staff has resigned due to the financial uncertainty caused by missed and late payments.  This stressful situation is preventing me from obtaining the care I need and I feel helpless and unable to carry out my obligations as an employer. I feel that the contracts between my employees and are not worth the paper they are written on.”

Caroline*, Personal Budget user and DDPO member

3.42 Most LAs do not have clear policies on fundamental aspects of PBs such as contingency or redundancy which can lead to individuals becoming personally liable under employment law for amounts they cannot afford. 

Steve* is a former ILF recipient who had very little contact with his Local Authority prior to the ILF closure. Following transfer in July 2015 his LA took over payments for his full support package without a reassessment. Earlier this year Steve noticed he had more money in his Direct Payment account than he was expecting and assumed this was as a result of the ILF transfer. Being very conscious that his Personal Assistants who have been with him many years and are very experienced had not had a pay rise in six years, Steve responded by increasing their wages. Steve is extremely active and is aware that without the calibre of support they provide his quality of life would be severely impacted. Now he has now been sent a bill by his LA asking for a repayment of £2000 due to an accidental overpayment into his account in February. Steve does not have this money to pay back. Under employment law he also cannot now immediately reduce his PAs wages but has discovered that his current package is not enough for him to maintain the new rate of pay and receive all the hours of support he needs. He has been left in a very difficult and distressing situation through an error by his LA. Not knowing who to turn to he contacted Inclusion London (a second tier organisation that does not work with individuals) who are providing support while he arranges a meeting with a care manager to discuss the situation.
*Not his real name

Nina* is Disabled and receives Employment and Support Allowance. Her father was also Disabled and received a support package through his Local Authority to which he contributed from his Disability Living Allowance. Following a case of possible wilful neglect by the health service her father was admitted to hospital in March this year suffering from sepsis and was given just days to live. Nina immediately made enquiries concerning arrangements for redundancy payments for her father’s Personal Assistants. She discovered that the insurance company would only pay out half of the total redundancy bill (£3000 of the £6000 owed) and that the LA bear no liability for the remainder, saying that redundancy is a matter purely between the employer and the employee. The responsibility for the remaining redundancy payments owed has fallen to Nina as next of kin. She simply does not have the money to pay it but is meanwhile being harassed and threatened with employment tribunal from some of the PAs who have been left without a job or pay and without any notice period (as the package from the LA stopped immediately upon Nina’s father’s death). There was no contingency in her father’s account because he often went over budget on his care hours and his payroll agency simply took the excess off his debit card. He received no support to help manage his budget and his daughter had no idea what his financial situation was. The DDPO where her father lived confirmed that this is their LA policy concerning redundancy liability and this is not the only family who have been left in this situation. Eight weeks’ later following a letter from Nina’s MP and pressure from Inclusion London, social services contacted Nina to say a mistake had been made and that the LA would of course cover the outstanding redundancy. This was a great relief to Nina but followed a period of enormous stress and uncertainty in an area where the LA should have had a clear policy.
* Not her real name

3.43 A serious and growing problem is a lack of support for Disabled people to manage their PBs. Disabled people fought for the right to receive cash payments from LAs to enable them to pay for and manage their own care and support. Direct Payments have benefited many Disabled people and given an unprecedented level of choice and control over their support. However funding for DP support has been cut back and as a result Disabled people, even those who have successfully managed DPs for decades, are experiencing adverse impacts. Moreover, those organisations who win contracts to run PB support services are increasingly non-user led and those who offer the lowest bid regardless of impact on the quality of support they are able to provide. Peer approaches to PB support are proven to be more effective 
 yet this added value is overlooked under budgetary pressures although in the long term this is less cost effective.
3.44 Areas where Disabled people employing Personal Assistants through a PB are commonly lacking support include:

· Recruitment

· Job descriptions

· Employment contracts

· Insurance

· Managing staff including annual leave and sickness

· Communicating with Personal Assistants, for example about their roles and responsibilities 

· Supervising staff including disciplinary procedures

· Emergency cover 

· Workplace pensions

· Paying the National Living Wage

· Changes to legislation concerning hourly rates for night support

· Employers’ Allowance

Luke* has both physical and cognitive impairments. He lives on his own and receives a Direct Payment to employ Personal Assistants for assistance with personal care and domestic needs. He only receives limited hours every morning and evening which are insufficient to help with other essential tasks such as reading and responding to his mail. He went onto a Direct Payment following negative experiences with support received via local care agencies. The local organisation funded to provide personal Budget support helped him to find and recruit his Personal Assistants. However, this was the limit of the support the PB support service is able to provide. He has had no support to:     - Issue his PAs with employment contracts;                                                                - Understand sick leave or annual leave;                                                                     - Find emergency cover;                                                                                                  - Manage his PAs.

Both PAs at times cancel on him at the last minute. One of them puts a dinner in the microwave for him in the morning and then refuses to come in the evening but insists on being paid for both. At times when he has been let down at the last minute with support over the weekend he has been really stuck. The PB support service says this is social service’s responsibility but social services are impossible to get through to and are not open over the weekend.

*Not his real name
4. Conclusion 

3.45 Lack of funding from central government and lack of protection of social care and support budgets by local government is undermining the positive intentions of the Care Act 2014, to give more choice and control and enable Disabled people to contribute to society;
 in line with Article 19 of the UNCRPD. 
  There is also a lack of appropriate support to manage Personal Budgets and Direct Payments.
3.46 Government urgently needs to address the huge funding shortfall, otherwise Disabled people will continued to be failed by a clean and feed model of social care and support, unable to contribute to society, living in isolation and segregated from the community, contrary to both the Care Act 2014 and the UNCRPD. 
Recommendation

Funding for adult care and support in England is paid from general taxation and provided free at the point of delivery.

For more information contact: 

Inclusion London
336 Brixton Road
London, SW9 7AA

Email: Policy@inclusionlondon.org.uk
Telephone: 020 7237 3181
Registered Charity number: 1157376
Company registration number: 6729420
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