Enabling blind and partially sighted people to live independently
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· The issues discussed in this factsheet apply across the United Kingdom, but given the devolved nature of our health and social care systems, different solutions need to be found.

1. Summary

Blind and partially sighted people and those losing their sight continue in most areas to be failed by health and social care services. People struggle to access health information, have their care needs inadequately assessed and fail to get the support and equipment they require. Existing services are patchy in coverage and are of variable quality. 'Shaping the future of care together', the Government's Green Paper on the future of our care system, threatens to further disable blind and partially sighted people as it proposes abolishing Attendance Allowance in England, a significant source of help to thousands of older people living with sight loss.

2. Issues in detail

a. Access to health information

· Inaccessible information: Blind and partially sighted people are being given health information in formats, such as small print, which they cannot read.

· New research: Dr Foster Intelligence and RNIB have revealed the failure to provide accessible information is endemic within the NHS. 

· GP information: Nearly three quarters (72 per cent) of blind and partially sighted people cannot read the personal health information provided by their GP. 

· Prescriptions: Four out of five blind and partially sighted people cannot access the written information provided about their prescriptions.

· Patient confidentiality: Only one per cent of blind and partially sighted people said they wanted written information given via a carer or relative but one in three (28 per cent) of health professionals wrongly thought blind and partially sighted people wanted information in this way. Delivering information in inaccessible ways profoundly compromises patient confidentiality.

· Patient choice: The failure to provide accessible information fundamentally weakens patient choice and can compromise patient safety. 

b. The future of our care system

· People with sight loss poorly served: It has long been recognised that our care system serves the majority of blind and partially sighted people poorly. In 2008 the Commission for Social Care Inspection reported that specific groups of care users, including blind and partially sighted people, were "lost to the system”.

· Need for specialist help: When people lose their sight they need to be offered specialist support. This includes access to rehabilitation services, including mobility training and training designed to assist daily living. Yet less than a quarter (23 per cent) of people registered blind or partially sighted say they were offered mobility training to help them get around independently.

· Fair access to care services: Blind and partially sighted people do badly out of the current system of rationing access to care services. Nearly three quarters of local authorities restrict care funding to individuals with support needs classed as "substantial" or "critical". With social care assessments often failing adequately to take into account blind and partially sighted people's support needs, this means many people with sight loss are left to go it alone. Shockingly one in five people say they do not recall receiving any visit from social services in the year after they registered as blind or partially sighted.
· Care Green Paper: In July 2009 the Government published a social care Green Paper, 'Shaping the future of care together' to address the challenge of growing demands on England's social care system. The Green Paper represents an opportunity for radical reform of our social care system, but it shouldn't be at the expense of Attendance Allowance or other disability benefits.
· Defending Attendance Allowance: The Green Paper proposes that Attendance Allowance (AA) should be abolished and the money used to help plug the gap in funding for social care. Attendance Allowance is a non-means-tested benefit that helps people over the age of 65 with the extra costs of disability. Currently over 53,000 blind and partially sighted people receive AA. RNIB is very strongly opposed to the loss of this important benefit, which can be crucial in enabling blind and partially sighted people to live independently. The Government says that existing claimants would be protected. But that isn't the point - the whole debate is about the future.
3. What is RNIB calling for?

Accessible health information:

· Research reveals that commissioners, for example Primary Care Trusts (PCTs) and health boards do not contractually bind the majority of healthcare providers to promote equal access to health information for blind and partially sighted people. 

· Fewer than one in ten (six per cent) of Primary Care Trusts and health boards assess service providers’ performance in giving accessible information to blind and partially sighted people.

· Healthcare professionals need training about the health information needs of blind and partially sighted people and the consequences of providing inaccessible information. 
Health trusts must implement policies that specifically set out how the health information needs of blind and partially sighted people will be met. Health commissioners must contractually oblige service providers to meet the health information needs of blind and partially sighted people and to promote guidance on how to meet the information requirements of blind and partially sighted people. 
The future of our care system -

Defend Attendance Allowance:

· Extra cost benefits such as Attendance Allowance have all the advantages of an individual budget as they allow people to spend the benefit as they wish.  

· RNIB is joining with other organisations in campaigning against the abolition of Attendance Allowance. We are collecting evidence on the difference that AA makes to the lives of people with sight loss.

· RNIB's vision of a reformed care system puts an emphasis on collective social provision. We recognise that the Government's approach relies on private supplementation, but we believe this should be reconsidered in the long term. Meanwhile, access for too often excluded groups, such as those with sight loss, must be addressed.

The UK and devolved governments must deliver reforms that enable people who lose their sight to speedily access care and support. This includes specialist support such as mobility training. Social care assessments should be sensitive to the needs of people who lose their sight. In England the Green Paper represents an opportunity for radical reform of our care system, but it shouldn't be at the expense of Attendance Allowance or other disability benefits.

4. How you can get involved:

MPs (The future of our care system)

· Read RNIB’s forthcoming report sharing evidence on the positive impact Attendance Allowance has on older people’s lives.

· Write to the Minister of State for Care Services before the consultation on the future of England’s care system ends on November 13th. Outline to the Minister of State the support for preserving non-means tested disability benefits (like Attendance Allowance) in their current form.

Health commissioners (Accessible health information)

· Have a clear policy that specifically sets out how the health information needs of blind and partially sighted people will be met (pan-disability policies are not specific enough to translate into action).

· Promote accessible information as a mainstream element of patient choice rather than a special provision, in order to combat fears about stigmatisation expressed by blind and partially sighted people. Nearly half of individuals surveyed (48 per cent) agree it currently takes too much effort to obtain health information in accessible formats.

Health professionals (Accessible health information)

· All healthcare professionals need to carry out individual needs assessments, to record individual reading requirements and to ensure that accessible information is delivered as a matter of routine. For example, this may mean carrying out a needs assessment upon registration of any new blind or partially sighted patient at a GP surgery, logging their needs on internal computer systems.

Directors of Adult Social Services (The future of our care system)

· Ensure sight loss is recognised as a serious impairment and that Fair Access to Care Services must therefore maximise blind and partially sighted people’s independence and wellbeing. 

Social care workforce (The future of our care system)

· Undertake tailored social care assessments that are inclusive of blind and partially sighted people’s needs. Where individuals are eligible for state-provided support this should open access to the full range of services, including mobility training and assistance with daily living. 

Individuals 

· Accessible health information: If you are blind or partially sighted notify service providers of your information needs. RNIB has produced a letter for you to send to health providers. RNIB has also produced a guide informing you of your right to accessible health information under disability discrimination legislation.

· Defend Attendance Allowance: Tell the Government your views on the social care Green Paper. The consultation closing date is 13 November 2009. If you get Attendance Allowance yourself, or know someone who does, say what you or they spend it on and would miss out on if it wasn’t there. You can let the Government know your views by emailing careandsupport@dh.gsi.gov.uk. RNIB has produced a draft letter you can use - see http://www.rnib.org.uk/campaigns

5. Next Steps

For more information about how to get involved in RNIB’s campaigns contact:

RNIB Campaigns Hotline: 020 7391 2123

RNIB Campaigns mailbox: campaign@rnib.org.uk

To read RNIB's "Lost and Found" campaign report about improved support when people lose their sight, please go to the following link:

http://www.rnib.org.uk/campaigns

Other RNIB factsheets on our website can be found at:

http://www.rnib.org.uk/campaigns

· Supporting people when they lose their sight

· Living with sight loss 

· Working after sight loss

· Equality for blind and partially people 

