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Briefing Paper on the Social Care Needs of Deafblind People and the Personal Care at Home Bill
1) Introduction

About Sense
With over 50 years of experience, Sense is a leading national charity working with, and campaigning for, children and adults who are deafblind. There are different types of deafblindness, but deafblind people commonly experience substantial problems with communication, access to information and mobility. Sense provides expert advice, support, information and services for deafblind people, their families and professionals. We have established services and campaigned vigorously for change where it is wanted - earning us our worldwide reputation as the leading experts in deafblindness. 
About Deafblindness
Deafblindness is a combination of both sight and hearing difficulties. Most of what we learn about the world comes through our ears and eyes, so deafblind people face major problems with communication, access to information and mobility. People can be born deafblind or become deafblind through illness, accident or in older age. The commonest cause of combined sight and hearing loss is ageing. The older you are, the more likely you are to have both a hearing and a visual impairment. Sense estimates that 4.6%, or almost 1 in 20, of over 75s are sufficiently sensory impaired to be considered deafblind;
 approximately 186,000 people in England, Wales and Northern Ireland. As the population ages, the number of deafblind older people will rise; by 2029, we estimate that this figure will have risen to over 334,500;
 an estimated 74% increase. 

The Personal Care at Home Bill

Sense believes that the Personal Care at Home Bill seriously discriminates against deafblind people who have critical levels of need which place them at high risk of being moved into residential care if they fail to receive appropriate and adequate care. This is explained in more detail below. 

2) The Social Care Needs of Deafblind People

Deafblind people are often able to wash, dress and feed themselves; but without communication and mobility support, many deafblind people are effectively made prisoners in their own homes. Without support, deafblind people are frequently unable to interact with others, have leisure activities, work, exercise, get out to the shops, visit the doctor or deal with post and bills. Communicator-guide schemes are a lifeline to many deafblind people, helping them to remain independent. A communicator-guide provides communication support, and enables a deafblind person to get out and about.

The impact of not receiving appropriate care

· Isolation – Deafblind people may not feel safe going out of their house alone, yet inside the house they may be unable to speak on the telephone, read, watch television or listen to the radio.

· Higher rates of additional health needs and conditions - People with dual sensory loss are more likely to develop additional health conditions such as strokes, arthritis, heart disease, hypertension, depressive symptoms and they are also more likely to have falls.
 There is evidence that they have higher rates of mental distress
. Deafblind older people are more likely to have difficulty with moderate exercise, mental stimulation, maintaining social contact and healthy eating which help prevent such conditions. We estimate that the cost to the NHS of these additional health conditions is £365,000,000. Offering deafblind older people the right support to address these difficulties could foster more preventative services and reduce this cost to the NHS.

Critical Need and Eligibility
In order to eradicate discrimination in the provision of social care by local authorities the Government developed a national system for determining eligibility for care, FACS (Fair Access to Care System). FACS is based on risks to independence – both immediate and longer term – were help not to be provided. Types of risk on which FACS is based, are derived from four key domains or elements of independence. Those with critical need must have their social care needs met. Deafblind people are frequently assessed as having a critical need under the category which relates to involvement in family and wider community life, including leisure, hobbies, unpaid and paid work, learning, and volunteering.
A Case Study

	Sheila* is an elderly deafblind lady who lived alone for the whole of her adult life. Sheila’s hearing deteriorated from her mid 50s onwards and then she developed macular degeneration and glaucoma and is now profoundly deaf and blind. Sheila had an active working life and upon retirement became very involved in the local community. Until her sensory impairments degenerated significantly in her early eighties, Sheila helped young Moms, took part in the WI and assisted with the reading programme at a local school. 
As a deafblind older person living alone, Sheila found that communicator guide support made a huge difference to her ability to get by, but she was only given 2 hours per fortnight of a combination of paid and voluntary support. Sheila became increasingly confused due to her deafblindness and her brother who helped with her care found he was unable to cope. The decision was made against Sheila’s wishes to place her in residential care. 

Sheila is now on her fifth local authority funded residential placement. The staff at the home do not know how to support her, for example they leave her food on a tray in front of her but don’t communicate with Sheila to tell her that her food is there and as a result Sheila may go hungry. Sheila is isolated, frustrated, anxious, and angry and as a result she displays challenging behaviour including urinating on the carpet. During their weekly visits Sheila begs her family to help her to commit suicide. 

The Sense professional working with Sheila firmly believes that if Sheila had been given 2 hours per day of communicator guide support at an early stage to help her to readjust to her sensory impairments and thereafter 3 hours twice a week of one to one support, then Sheila could have remained in her own home. 

*Name has been changed 


Human Rights

A failure to provide adequate social care for deafblind people can result in a breach of the Human Rights Act; in particular Section 5 (the right to liberty)
; Section 8 (the right to family life)
; and in extreme cases, there is also a potential breach of Section 3 (the right to be free from torture and degrading treatment). 
3) About the Personal Care at Home Bill

The Bill proposes to make personal care free for those people who reside in their own homes and who are most at risk of needing residential accommodation. The definition of personal care under the Act can be found in the Department of Health Consultation paper, Personal Care at Home
 at page 13. The definition excludes the type of communicator guide support which is so vital to deafblind people. The explanatory notes stipulate at paragraph 23 that “The key aim of the policy behind the Bill is to enable, support, and encourage more people to avoid or delay entering residential accommodation.” At paragraph 24 it continues, “It is considered that the proposals are proportionate as they are aimed at those people in highest need – the group of people who are most at risk of having to enter residential accommodation.” 
By overlooking the needs of deafblind people to one to one communicator guide support, the government is in effect excluding a group of people who are most at risk of having to enter residential accommodation. By prioritisng personal care needs the Government discriminates against those who have been assessed as having critical needs which are not personal care needs. This undermines Government policy set out in the FACS guidance and will lead to confusion for local authorities.
Funding of Free Personal Care
The explanatory notes highlight that £420 million of the cost of free personal care provision will be met from existing Department of Health budgets and £250 million will be met from local authority efficiency savings. It is of grave concern to Sense that the impact of such efficiency savings will be felt most by those who do not require personal care as currently defined under the Consultation document. 
4) Our Recommendations – Amendments to the Bill 
The Department of Health is urged to ensure that the Personal Care at Home Bill does in fact reach out to those most at risk of being placed in a residential home by extending the reach of the Act to provide communication support to deafblind people. We suggest that this could be done in the following ways:
· Remove all references in the bill to personal care and replace with care and support. This broad amendment would level the playing field for all those people who are assessed as having critical needs which fall outside the scope of personal care.  
· Propose an amendment to the Bill which seeks to define personal care and which widens the definition of personal care as set out in the Personal Care at Home Consultation Paper as follows, “In relation to people assessed as deafblind, the provision of communication and mobility support.” This narrow amendment will ensure that deafblind people are provided with the care that they need to have their very basic care needs met.
4) Conclusion
Whilst the stated aim of the Personal Care at Home Bill is laudable, the Bill risks discriminating against people with a dual sensory loss who have critical communication and mobility support needs. We urge the Government to consider extending free care and support to deafblind people who have critical needs which affect access to their basic human rights. 
5) Suggested Actions 

Sense would welcome support and assistance in voicing our serious concerns relating to the Personal care at Home Bill across the relevant Government Departments and the wider membership of both Houses of Parliament. 
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