
Report re: WBDA facilitated Focus Group to brief West Berkshire MP Richard Benyon and raise concerns about effects of Governments spending review 2010 on local disabled people
Date of Focus Group meeting: 24/06/11 (1.00pm – 2.00pm)

Purpose of the Report: This document is intended to give an accurate report on the issues, views and concerns expressed by the individuals attending the Focus Group meeting (first name initial only is given). The report also seeks to recommend a series of appropriate actions for West Berkshire MP Richard Benyon to take in light of the issues, views and concerns raised.
1. E carer of blind and deaf adult Sister with Learning Disability (LD) attending the Phoenix Centre

Irene was concerned and angry that she and her Sister only knew of changes to arrangements re: the Phoenix Centre and the fact that her daughter was to be accessed for a Personal Budget (PB) after they had become a fait of compli.
Irene also raised the issue that people were only told that they could use their PB to buy days at the Phoenix Centre (at £40 per day) after they had been assessed and had qualified for a PB which caused great distress to users who thought they were being forced out of the Centre which they regarded as safe and friendly place where they could meet and socialise with their friends. 
Irene was also concerned that the Questionnaire re: the PB Assessment was poorly worded and the assessor put their own interpretation on it. 

2. C parent/carer of 44 yr old daughter with LD & Prada Willi Syndrome    

Christine explained that her daughter who used to attend the Phoenix Centre (and its predecessor) for 2 days per week for the last 25 years was caused much distress because of the uncertainty re: cuts/changes to WBC's day care provision. Her daughter was scared of losing her friends as she was no longer able to go to the Phoenix Centre. 
Christine also said that one of her daughter's friends who was allowed to remain at the Phoenix Centre had always looked forward to Fridays when she had a small job there on the reception desk and was able to have lunch with her friends, but now hates Fridays because the people there are different and strangers, and she now has nobody to have lunch with.

Christine cited an example of a good practice in LD alternative day care provision called the YUME Project – which has been set-up from scratch and with a lot of difficulty because of lack of suitable premises. Christine described the YUME Project as brilliant because they listen to what service users wanted to do e.g. day trips, etc.

Christine also raised concerns that in the future would care staff at alternative day care services be properly trained i.e. to the high standard of staff at the Phoenix Centre pre the cuts and changes.
Finally Christine said that all the changes had put a lot of extra pressure and stress on the families of those who attended the Phoenix Centre and they should have been given more notice and the changes should have been staged gradually. Christine and her daughter were not even told which day she was due to finish at the Phoenix Centre. Family Carers are worn out she said.

3. S – totally blind and lives alone

Sue was concerned about the changes to the benefit system, especially Employment Support Allowance (ESA) and the proposed change from Disability Living Allowance (DLA) to Personal Independence Payments (PIP) and PB's. Sue expressed concerns that the assessment process and outcomes did not recognise the true needs of blind people meaning they would receive little or no support (like her) and could find themselves £60-£70 out of pocket per week.
Sue asked Richard 'Where people have been assessed to have their benefits changed from Income Support & Incapacity Benefit to ESA, before the Benefit Reform Law has passed through Parliament and becomes actual law, can DWP in the meantime reduce people’s benefits to the new proposed rates of ESA?'

Sue was also concerned that if someone else had to fill in any forms on her behalf – how could she be sure they had filled it in accurately? Also, interviews for ESA to establish if 'you were fit for work' are held at Reading – how would she get there?
Sue also said that many blind people, especially those who lived alone, required support to go out, open mail, shopping, etc but when assessed for support or equipment to assist them i.e. for a PB they either did not meet the 'critical' eligibility criteria set by WBC or when financially assessed did not qualify for free support (Sue cited a friend who was blind as an example of this).
Finally Sue also raised the point that although there was much Assisted Technology (AT) on the market to help blind people it was mostly to expensive for blind people on low incomes to purchase and pay for training to use it. Local Authorities did not seem interested in loaning or supply this AT – a situation that is unlikely to improve in the current or future financial climate. 

4. B – Hearing Impairment – Hearing Aid user

Betty explained that in 1994 she was awarded Council Tax Relief because her main living area (room) was fitted with a loop system but this was stopped in 2009 by WBC who said that because of a successful challenge on the issue of hearing loops qualifying for disability council tax relief by South Gloucester Council in the high court. Although Betty took the case to appeal via a tribunal where she was supported by WBDA*, the tribunal upheld WBC's decision even though no WBC officer bothered to turn up to put their case. 
*WBDA Chairman, Mick Hutchins (facilitator) said, that because the original court case cited by South Gloucester as case law concerned adaptations to a bathroom and therefore bore no relation to a hearing loop system, he believed that a successful legal challenge could have been mounted, however neither Betty or WBDA had the resources to mount such a challenge.

5. T – Spinal Cord Injury – former service user of Ormonde Resource Centre (ORC)
Although Trevor said he had been assessed for a PB and was satisfied with the outcome and could cope with the changes, he was concerned that other former users of the ORC (closed June 2011) may not be able to manage and could lose out – would they take up a PB and if so will they receive the right amount of support to use it? 
Trevor was also concerned that although David Tait (former ORC Manager) had started up a business called Diamond Quality Care to provide some of the activities/services that ORC used to provide, that service only operated 3 days per week in temporary premises, was there enough other such services in place to take up the slack?
Trevor said that he believed that WBC should be providing support for these fledgling businesses to ensure their sustainability and provide choice for those holding a PB.

6. D – MS – former service user of ORC
David was totally dissatisfied with the financial assessment part re: obtaining a PB. David was refused financial support on grounds that his income was to high. 

Dave argues that the assessment process did not adequately take into account his disability related expenditure* although he provided the person doing the assessment with a spreadsheet detailing these expenses it was totally disregarded. He believes the person doing the assessment did not fully understand the rules.

As a result David is left without any day care support.

*WBDA note – Taking into account disability related expenditure is a requirement under the UK Governments 2003 'Fairer Charging Policies for Home Care and other non-residential Social Services - Guidance for Councils with Social Services Responsibilities which states:
Where disability benefits are taken into account as income in assessing ability to pay a charge, councils should assess the individual user’s disability-related expenditure; councils should specifically consult on the need to assess disability-related expenditure for other users. It is not acceptable to make a charge on disability benefits without assessing the reasonableness of doing so for each user. (Sections VI, XIII, and XIV). To view the full document go to:
http://www.dh.gov.uk/prod_consum_dh/groups/dh_digitalassets/@dh/@en/documents/digitalasset/dh_4117931.pdf 
7. S parent/carer of 11 yr old daughter who has Downs Syndrome & Global delay-developmentally  

Sally produced a letter for Richard which outlined two issues. Sally also gave an oral outline of her issues for the benefit of the group.
The first issue Sally highlighted was about the lack of support groups and activities for carers under 50 to meet with other carers of younger disabled dependents. Sally explained that she had little in common with those aged 60-70 caring for a spouse or parent which most local support groups seemed to cater for.
The second issue Sally brought to the groups attention was the lack of services and limited choices regarding support for her daughter to allow her to develop and integrate (Sally's daughter requires 1:1 support). Sally explained that although MENCAP & 'Buddies' were very good but could only give her daughter a limited amount of support time because MENCAP lacked the funds and Buddies, with no funds for permanent staff, relies on volunteers so there is no continuity which is very important to her daughter.
Sally explained that not only was her daughter being denied the opportunity to develop and integrate because of the limited services available locally, she was also being denied any meaningful respite. Sally said that she only received 3 hours respite from Social Services provided via MENCAP and although her daughter gets on well with her carer, the carer is a sixth form student on work experience and because she doesn't drive Sally has to take her daughter to/from the carer so she only effectively gets 2 hours respite.

Sally's Social Worker is requesting a temporary increase in her respite over the summer but because of the budget cuts Sally says she is unlikely to get much more.
Sally finished by calling on increased services to be provided by MENCAP or similar organisations so local disabled children can be supported individually to be able to access activities such as bowling, swimming, etc. Sally explained that it was vital that any such support should be of a high quality to both enable her to switch off and relax while her daughter was taking part in activities and ensure her daughter enjoyed the experience.
Recommendation of actions to be taken:
In the light of the issues raised by those attending the focus group we call on Richard to take the following actions:
1. Remind WBC that they did not properly consult with all those who were affected by the recent budget cuts/changes to services, or produce a meaningful Disability Impact Assessment as set out in relevant equality legislation
2. Call on WBC to review their procedures re: consultation and complying with relevant equality legislation to ensure the same mistakes do not happen in future

3. Call on WBC to contact all parent/carers of the clients of the Phoenix Centre prior to the recent service redesign via letter/email to ask them if they and/or their dependent attending the centre have any issues because of the changes and arrange 1:1 meetings with anyone who indicates that they are facing issues to resolve them a.s.a.p.
4. Call on WBC to contact all clients and/or their carers who have been affected by the closure of the Ormonde Resource Centre via letter/email to ask them if they/their dependent attending the centre have any issues because of the changes and arrange 1:1 meetings with anyone who indicates that they are facing issues to resolve them a.s.a.p.

5. Call on WBC to offer everyone that has been assessed successfully for a PB a full review by WBC within 1 year of their assessment including their main family carer(s) and every year after.

6. Call on WBC to monitor and re-contact anyone failing to be able to access WBC social care services because they did not meet the council's eligibility criteria or because they were deemed they could not receive support because of their financial situation (including those who opted out because the deemed their contribution was to much or did not want a financial assessment) within 1 year and again within 2 years – including their main family carer(s).

7. Call on WBC to make a commitment to ensure that those assessing people for a PB fully understands the term 'disability related expenditure' when the financial part of the assessment is made and are able to encourage/advise those they assess on the wide range of expenditure they can claim for – in line with: 'the UK Governments 2003 'Fairer Charging Policies for Home Care and other non-residential Social Services - Guidance for Councils with Social Services Responsibilities'.
8. Call on WBC to set aside an adequate budget and HR resource to provide support both financial and practical to the fledgling day care services e.g. YUME Project, West Berkshire MENCAP, Buddies, Diamond Quality Care, etc, that are required to fill the gaps in day care provision, including those providing specialist transport provision for at least the next 2 financial years (start 2011-12 to be reviewed end 2012-13). 
9. Call on WBC to set aside a second budget in line the requirements of point 8 to provide subsidised training for Care Staff of these fledgling day care services to the current standard of WBC in house care staff.
10. Call on WBC to investigate the Resource Allocation System (RAS) re: PB assessments to ensure it does not disadvantage any impairment group e.g. blind people and mental heath service users

11. Call on WBC to review the wording in the PB Assessment Form

12. Call on WBC to ensure that all assessments for PB include the carers assessment and the PB adequately reflects any award under that assessment including respite provision and the carers needs 

13. Call on WBC to review carer support services/groups for those with child/younger dependents and implement the recommendations laid out in the December 2010 (West Berkshire) Partnership Carers Survey (appendix 1)
14. To ask the Department of Work & Pensions (DWP) 'Where people have been assessed to have their benefits changed from Income Support & Incapacity Benefit to ESA, before the Benefit Reform Law has passed through Parliament and becomes actual law, can DWP in the meantime reduce peoples benefits to the new proposed rates of ESA?'

15. To ask the DWP what support is provided for blind people during the assessment process for ESA e.g. form filling, travelling/attending assessments, etc
16. To ask WBC and relevant Government departments/ministers what help is currently available for blind people to access Assisted Technology (AT) to help them become more independent

17. To ask the Office of Disability Issues to investigate if the advice/decisions taken by WBC and many other Local Authorities in/around 2009 re: abolishing council tax relief for severely hearing impaired people using hearing loops in light of the South Gloucester Council ruling in the high court was a sound and correct legal decision, moreover if it is in line with all UK equality and human rights legislation and complies with the articles laid out in the UN Convention on the Rights of People with Disabilities which the UK Government ratified on 08/06/2009
Appendix 1

 Partnership Carers survey Report, December 2010

Do you need a break from caring?

Executive summary 
The ability for Carers to access a break from caring for a family member has been reported consistently as a key issue by Carers in helping them to support individuals to live in their own home. This survey aimed to understand further what local Carers felt about existing respite provision and gaps in services. 

198 responses were received, from Carers, covering a diversity of caring situations, including multiple caring roles, with 140 (over 70%) providing at least 50 hours per week of care. Most respondents lived within West Berkshire, but some were ‘distance Carers’. 86% of respondents lived with their cared-for. 73% of respondents were female and only 3% from an ethnic minority. 50% used home care, 38% had help from relatives. 34% used day care services and 20% used a sit-in service.

Some Carers reported coping very well and others reported being close to breaking point, with all shades in between. Some reported they experience excellent career services and others were at the extreme opposite end of a broad spectrum of experiences.  

Only 43% of Carers felt they were getting the right amount of daytime respite and, similarly, 55% felt they needed additional overnight respite. The majority of respondents reported needing respite mainly in order to be able to carry out simple, basic, everyday activities and to get enough rest, with half also wishing to take a holiday. Cost was reported as the biggest barrier to meeting respite needs in nearly half the responses. Care quality was an issue for 30% of respondents. Whereas respite capacity is reportedly insufficient, some respondents also indicated that other, more affordable solutions would work for them. 

Some patterns emerged. The need for overnight respite packages of ‘four times a year’ and breaks of ‘1-2 nights’ and ‘7 nights’ were most frequently mentioned. However, the wider evidence suggests that each client may require an individual respite package.     

Looking ahead, responses indicated that Carers envisage more opportunities to go away, and 20% see more opportunity for their cared-for either to be able to go on holiday or, to a lesser extent, to receive care in their own homes. The demand frequency for care home or for respite centre breaks remains important to about 25% of Carers, but demand for these options appears likely to remain static. 

All conclusions and recommendations should be read within the limitations of the research methodology, also noting that of the ‘estimated 2,000’ local Carers providing 50+ hours per week of care, only 140 respondents to this survey claimed to meet that definition (7%). 

Recommendations
1. Overall provision and funding of both daytime and overnight respite should be increased, with a particular focus on avoiding situations where carers are unable to continue caring.

2. Stronger efforts should be made to ensure that carers are more aware of the available respite services. 

3. The main priorities for additional respite capacity are, in order of priority:

at –home services lasting one night,

sitting services during the day and

day centres.   

4. The capacity of the overnight at-home respite services should be reviewed based on targeted research with prospective clients.

5. The capacity of the daytime sitting services should be reviewed based on targeted research with prospective clients.

6. The proposed reduction in West Berkshire Council’s day services capacity should be reviewed specifically for those clients with family carers. Those who are identified as greatest risk of reaching breaking point should receive priority service.

7. Specific reviews should be carried out in connection with apparent shortages in the following specialist respite services:


Overnight and residential services for young people with dementia 


Activities services for the young-cared-for


Specialist live-in care for those with dementia


Future concern over closure of specialist MS Centres

8. Efforts to reach to the ‘hard to reach’ should remain undiminished and, wherever possible, be strengthened.

9. All services providers need to be more vigilant to identify when Carers become ‘former Carers’, to avoid inappropriate ongoing communications. 

10. Maintaining and improving care quality and ensuring respite services are affordable to clients are key priorities to meet, across all recommendations. 


 The following organisations participated in the survey:

· Multiple Sclerosis Society Newbury & District 

· West Berkshire Neurological Alliance 

· Princess Royal Trust for Carers 

· West Berkshire Council

· Crossroads Care Newbury& District
· West Berkshire Disability Alliance

· West Berkshire Independent Living Network 

· Alzheimer’s Society West Berkshire
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