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Call for Evidence – People’s experience in adult social care services

Please send the information before 30/03/2016
· When submitting evidence that is published please provide reference details (which are to include author/s, title, date, journal or publication details including volume and issue number and page numbers) 

· We are unable to accept forms with electronic attachments of published material (eg journal articles), or hard copies of published material.   For copyright reasons, we cannot accept these copies.   However, if you give us the full citation, we will obtain our own copy. 
· We are able to accept attachments of unpublished reports, local reports / documents. 

	Stakeholder Organisation
Inclusion London
	Evidence Submission

(Details of evidence that relates to the questions. Please specify which question you are referring to)
	Published / Unpublished material
	How the evidence can be obtained

(For published material, please include full reference details; author, date of publication, full title of paper/report and where can a copy be obtained from)



	Inclusion London 
 
	Below is evidence about people’s experience of adult social care services, and the aspects of services that they value: 
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 90 Deaf and Disabled people’s organisations (DDPOs) in London and through these organisations our reach extends to over 70,000 Disabled Londoners.   
In 2012 Inclusion London conducted an Esurvey and also held an event in partnership with Age UK London because we were aware that concerns were being raised by Disabled people regarding adult social care.  The first part of our evidence includes case studies drawn from Esurvey responses together with case studies gathered in January 2016 as well as key points raised at the event held with Age UK. We also provide research evidence from national charities for disabled people.  
Lastly we highlight Disabled people’s rights for support as contained in the UN Convention on the Rights of Persons with Disabilities, which we believe are being largely disregarded.     
Esurvey
The ‘What’s happening to your care? Esurvey was conducted by Inclusion London between May and August 2012, it was targeted at London residents. There were 33 respondents from 15 London boroughs.  
The quotes below from respondees show plainly that Disabled people were experiencing an inadequate level of social care and support: 
 “Half an hour here and there, a different carer every day, no time to do anything.  I'm only rarely able to leave the house”.
“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”.  

“Meal preparation has been withdrawn along with shopping time and allowance for carer to drive for me when unable to drive myself. Care hours have been cut. In total lost half of my direct payments and no longer have the energy to do tasks I used to enjoy”.
More than one respondent had used legal means to prevent their care being cut despite there being,  “...absolutely no change in my disability or its effect on my day to day life”    

Two recent cases provided below from January 2016 involve two Disabled people who had their care drastically cut following a Local Authority assessment after the Independent Living Fund (ILF) was closed and responsibility for care and support of ILF users was passed to the local authorities. Both Disabled people have turned to legal means to challenge local authority decisions.  
A Disabled man with Cerebral Palsy spastic quadriplegia. He had been in receipt of 24 hour a day care for a number of years. Following the local authority assessment it was reduced by 14 hours and a quarter a day to ten hours and three quarter hours.   However, the package provided was so small that it would not allow carers to receive minimum wage. It would have left a severely disabled person in an extremely vulnerable position as he would be left at home without any support at all. Following an appeal, he was re-assessed and it was accepted that he had 24/7 care needs.
A Disabled man aged 44 years, who has brain tumours, which had left him with significant physical impairment so he uses a wheelchair. He had been receiving 72.5 hours to meet his needs including ILF funding. Following his re-assessment his package was cut to 38 hours per week. The reason given for the decision was that the Independent Living Fund had finished. This would have put the person in a position where his hours would be taken up with his personal care and subsistence needs. As a person who has many interests and is very involved in the community it would have left him isolated at home and unable to maintain his quality of living.”
From the evidence we received from Disabled people including the evidence quoted above, local authority assessments are increasingly governed by local authorities’ budgets rather than Disabled people’s actual needs.

Not eligible for Care

There are also many Disabled people who are deemed not to be eligible for social care, because the national eligibility criteria: Below are two examples from respondees of the Esurvey:  
“I suffered a stroke and was in hospital for 3 months, my stroke left me confused, lacking in confidence. I could not manage the stairs. I find it difficult to put duvet inside cover. I am able to Shower. I cannot iron my clothes. I hoover when absolutely necessary. It does take me a long time, aggravating my back, sometimes fall over, but I rest and take Ibuprofen tablets”.   

 “i am at home all day by myself and left to rot really”. 

When asked what care and support would enable them to do one respondent said: 
“I would be able to go out and not have to stay at home day in and day out”

Similar experiences were published in ‘The Other Care Crisis’ report :

Sarah has a learning disability and lives independently. For several years, she enjoyed going to a local day centre once a week. The council has now stopped funding people with ‘moderate’ needs so Sarah is now stuck at home.

Feedback from social care event attendees

‘The Social Care in the 21st Century’ event organised by Inclusion London in partnership with Age UK London was held in 2012.  The key points made by the forty four older or disabled attendees, (all London residents) are as follows:

· Social care and health should be at top of the government’s agenda.

· Assessments to be needs led and support person centred

· Preventative support to be provided, avoiding more expensive intervention at a later date.

· Information, advocacy and peer support to be provided.

· Education and training for health and social workers provided by service users.
· The rights to choice, control and quality should to be enforceable.  

· The needs of those with dementia and mental health issues should be fully addressed.

· Community and social networks need building to prevent isolation. 
· Participants believed that social care should be improved through service user feedback and increased funding.

· It was recognised that many disabled people and older people are left needing support and living in isolation.  The lack of care results in many problems, such as the deterioration of health and well-being and social isolation, while inconsistent assessments and uncertainty about eligibility causes confusion. 
· The financial strain on those assessed as not eligible for LA funding was also highlighted. 
· Training for carers needed to be improved to increase the understanding of different impairments. 
· The monitoring of services by the Care Quality Commission should also be improved. 
Participants highlighted adequate funding as the key issue in ensuring care needs are met in the future. The majority of participants were in favour of care being funded out of general taxation, so it is free at the point of need. 

Research from other organisations
Research conducted by nationally based charities Scope, Mencap, the National Autistic Society, Sense and Leonard Cheshire revealed similar concerns, which were raised by working age Disabled people: 

· 40% said social care services don’t meet basic needs like washing, dressing or getting out of the house.

· 47% said the services they received do not enable them to take part in community life, like seeing friends or volunteering.
· with over half (53 percent) saying they felt anxious, isolated, or experienced declining mental health because they had lost care and support services.
From the evidence from the Esurvey and the event with Age UK, together with ongoing feedback from Disabled people via Deaf and Disabled people’s organisations the care support provided by local authorities is often inadequate because it is restricted by budgets restraints rather than dictated by the Disabled person’s needs. 
Assessments

Even though Disabled people may nominally involved in the care assessment and can inform the assessor of their needs. However, if the budget is insufficient the impact on the actual care delivered to the Disabled person can be minimal. 

Disabled people’s right to care and support

Inadequate levels of care and support are being provided by local authorities, which leave Disabled people isolated and unable to participate in the community yet under Article 19 of the UN Convention on the Rights of Persons with Disabilities,
 which gives Disabled people the right to 
‘independent living and full participation and inclusion in the community’ and includes the right to:
‘….community support services, including personal assistance necessary to support living and inclusion in the community, and to prevent isolation or segregation from the community;’

Lastly we are concerned without increased funding from central government local authorities will be extremely hard pressed to fulfil their ‘Wellbeing’ duties funder the Care Act 2014.  
	The UN Convention on the Rights of Persons with Disabilities
The Other Care Crisis report, published by Scope, Mencap and other national charities, see page 25: http://www.scope.org.uk/Scope/media/Documents/Publication%20Directory/The-other-care-crisis-1.pdf?ext=.pdf
Scope’s  ‘The other care crisis: reference: http://www.scope.org.uk/campaigns/other-care-crisis
See also the Other Care Crisis report, pages 3,8 available at: http://www.scope.org.uk/Scope/media/Documents/Publication%20Directory/The-other-care-crisis-1.pdf?ext=.pdf
UN Convention on the Rights of Persons with Disabilities: http://www.un.org/disabilities/convention/conventionfull.shtml
 
Equality and Human Rights Commission guidance re Article 19:  HYPERLINK "" http://bit.ly/1ZIQ3of
The Care Act 2014, Clause 1 
‘Promoting individual well-being’: http://www.legislation.gov.uk/ukpga/2014/23/section/1/enactedwellbeing 
	http://www.un.org/disabilities/convention/conventionfull.shtml
 


	Inclusion London
Inclusion London
	Evidence about the barriers and facilitators to improving the experience of adults using social care services
Training
The evidence below is based on the experiences of Disabled people gathered via the Esurvey and Care event organised jointly with Age UK London, (see evidence under the first question) together with ongoing information received from Disabled people via Deaf and Disabled people’s organisations in London.
Training of carers is a key area to address in order to improve the quality of care and support, but it is strongly linked to the issue of staff retention, as we will explain below.
Disabled people and older people receiving the service are the experts regarding their impact of their impairments, their pain and exhaustion levels etc. so are best placed to inform their carers on what care is needed and how it is delivered. Disabled people also wish to choose the time of day the carer is provided, i.e. Disabled people want to have ‘choice and control’ over the care and support provided and it is crucial that care providers and their employees understand this.  While basic training can be provided by the employer it is important that service users input is respected and acted on, especially as under the Wellbeing in Clause 1 duties in Care Act 2014 specifies:  
 (d) 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);
Many Disabled people with funding from the ILF were able to train their carers/personal assistance (PAs) and because funding levels were adequate these same PAs often provided support for several years.  However, currently inadequate funding for social care results in a high turnover of staff so Disabled people can be in a position of constantly having to inform a ‘new’ carer of their needs, which can be exhausting if not distressing. Without continuity of carers a one size fits all type of care that can ignore the individual’s needs is more likely to persist.

Funding

Funding is the huge white elephant in the room that cannot be ignored.  While there are other measures that can be taken (such as use of service user feedback addressed in the question below) it is the reduced levels of funding of social care and support that is having a massive impact on the quality of care. Charities working for older people
  and Disabled people
 have all been warning central government, with an increasing sense of urgency, of a crisis in care and support due to chronic underfunding. This crisis has been caused to a large extent to by ongoing cuts to local authority budgets by central government since 2010:  In May 2013, £2.68 billion savings were made by adult social care and the President of ADASS said,    

“gazing into the next two years,without additional investment from that already planned, an already bleak outlook becomes even bleaker."
   

By June 2015 the ADASS reported a total of £4.6 billion budget reductions for adult social care. The recently appointed president of ADASS, Ray James, said the Chancellor needed to provide a settlement for “.. the growing funding gap for social care” 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.”
    

Without central government providing an increase in funding specifically for adult social care it will be difficult to improve the quality of care and support services.


	The Care Act 2014, Clause 1 
‘Promoting individual well-being’: http://www.legislation.gov.uk/ukpga/2014/23/section/1/enactedwellbeing 
ADASS President Sandie Keene
Opening Speech – Ray James ADASS President 2015/16

	 
http://www.adass.org.uk/Content/Article.aspx?id=1034
Page7:https://www.adass.org.uk/uploadedFiles/adass_content/news/press_2015/Ray%20James%20Opening%20Speech%20NCAS%20-%202015.pdf


	Inclusion London
	Evidence about how the experience of people using adult social care services is gathered, evaluated and used to improve services locally, and how effective this is

Based on the ongoing information we receive from Disabled people via Deaf and Disabled people’s organisation in London advocacy to enable Disabled people to give confidential feedback is often needed in any care setting i.e. either at home or in a residential/nursing home.  People with learning difficulties, people with mental health support needs or people with dementia are particularly likely to need support/advocacy.  All adults also need to know that frank feedback about the care received can be given without any risk to themselves.    
Accessible panel/meetings

Panels and forums organised to obtain Disabled people’s feedback, need to be accessible e.g.

· start from 11.00, which gives time for the carer to provided support for the Disabled person to wash and dress etc.
· Be in a wheelchair accessible building

· Information about the meeting in accessible formats, such as Easy Read for people with learning difficulties, audio or large print for visually impaired people.  
· Support provided e.g. British Sign Language for Deaf people with complex needs.
	
	


� HYPERLINK "http://www.un.org/disabilities/default.asp?id=259" ��








  





 








