Supporting people when they lose their sight
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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 

Services that provide practical and emotional support to people losing their sight are in short supply. Less than one in ten registered blind and partially sighted people are offered formal counselling by their eye clinic and one in five leave their eye clinic not knowing, or unsure of, the name of the eye condition that has caused them to lose their sight. 

RNIB's "Lost and Found" campaign calls on the UK and devolved governments to take a strong lead in improving patient support in hospital eye clinics, opening up access to information, advice and emotional support and counselling for people losing their sight.

2. The numbers

· There are 1.8 million people with visual impairment in the UK. It is predicted that there will be a doubling of these numbers by 2050, to nearly 4 million. 

· Last year 23,400 people in England were added to the registers as blind or partially sighted. For each Primary Care Trust this means that on average 154 people in 2007-8 were certified by an eye clinic as blind or partially sighted.

3. Issue in detail

· Emotional impact: Being told you are losing your sight can be emotionally traumatic. Sight loss is associated with a higher risk of depression, especially among older people.

· Help and information: People want to talk to someone professional about their fears and concerns after being informed they are losing their sight, but nearly one in five people registered blind or partially sighted people (17 per cent) say they received no help or information in the eye clinic. 

· Family support: Help and information to guide people's families is also lacking. Only 10 per cent of patients' families are offered this kind of support.

· Patient support: There are pockets of good practice across the country. A number of eye clinics offer patient support (or eye clinic liaison) services to help patients adjust to the news that they are losing their sight. There are approximately 60 eye clinic liaison officers at this present time, but this is half the number needed to help people at time of sight loss.
· NHS Policy: At present no NHS frameworks direct Primary Care Trusts or Health Boards to commission high-quality eye health services.

4. Solutions

a. Patient support services

Eye clinic liaison officers play a vital role in a small number of eye clinics, providing a sympathetic ear and explaining eye conditions to patients. Their job is to give people the support they need when their sight loss first becomes a problem. 

· For a younger person this might mean help with keeping a job, referral to a counselling service and support with financial problems. 

· For an older person this might mean giving information on their eye condition, providing a listening ear, referral to peer support groups and benefits advice.

The average number of contacts with service users per year by the eye clinic liaison officer is 1,000 people. This can free up consultant and nursing time in the eye clinic to focus on medical and nursing care, leading to increased clinic efficiency.

b. Emotional support services

A range of significant benefits flow from the provision of emotional support to people with sight loss. These include increased self-esteem, better relationships, reduced levels of depression and suicide risk, improved quality of life and a reduction in the burden placed on health and social care services. 

· Research being undertaken by the University of Liverpool suggests emotional support and counselling services lead to quantifiable improvements in wellbeing among those who receive such support. 

c. Low vision services

· Eye clinic patients may be told that there is nothing that can be done to improve the medical condition of their eyes, but many people with low vision have some useful sight that they can use in their daily lives.

· Emotional support services need to be provided as part of a multi-disciplinary approach, with eye clinic patients able to access rehabilitation, social care and other sources of practical support.

· Low vision services aim to combine a range of these services in one setting. They help people not only to deal with the medical implications of losing their sight, but also to consider the implications of sight loss on daily living.

5. What is RNIB calling for?

a. The UK and devolved governments to take a strong lead in improving patient support in hospital eye clinics, opening up access to information, advice and emotional support and counselling for people losing their sight.

b. Local health and social care services to work together to commission and deliver information and support in the eye clinic to those losing their sight. They must modernise and extend low vision services so that people who lose their sight maximise the use of any remaining vision.

· Poor quality or non-existent personal support at the eye clinic should not be viewed as the fault of individual professionals. There are systemic problems, which lead to people not being offered the helping hand they need at this critical time. 
Central government:
· Central government must bear some responsibility for resolving these problems. In England this means the Department of Health using the 2009/10 "refresh" of the NHS Operating Framework to prioritise high quality patient services for people who are losing their sight.

· Specifically we are calling on the Secretary of State for Health to create a Tier 2 "vital sign" indicator directing Primary Care Trusts to prioritise high quality eye health services. 

· This would require Strategic Health Authorities to performance manage Primary Care Trusts on the arrangements they have in place to commission the support and services we know are of benefit to people when they lose their sight.
Local health and social care services:
· Local health and social care services are failing to deliver support to people losing their sight. Patients need time and emotional support to absorb difficult news and an opportunity to discuss their concerns when they have taken the news in. 

· In England we expect Primary Care Trusts to audit the levels of support available to people losing their sight and to plan future service provision as part of their Joint Strategic Needs Assessment. 

· Primary Care Trusts should draw on the world class commissioning guide 'Improving eye health services' to assess future levels of demand for patient and emotional support services.

6. How you can get involved: 

MPs

· Write to the Secretary of State for Health calling for the NHS Operating Framework to include a tier 2 "vital sign" indicator that would direct Primary Care Trusts to commission high quality support for people who lose their sight.

Health commissioners

· Use the world class commissioning guide 'Improving eye health services' to assess the levels of practical and emotional support available to people who lose their sight. You can do this as part of your Joint Strategic Needs Assessment.

· Ensure high quality support for people who lose their sight is included in the 'patient offer' in your strategic vision of local health services.

Health professionals

· Recognise the emotional impact of sight loss, ensuring people who lose their support are enabled to access the full range of health and social care services that support daily living. 

Individuals

· Campaign with RNIB to call for high-quality information, advice and support services to be routinely available to individuals who are told they are losing their sight.

· Write to your Primary Care Trust using a template letter on RNIB's website asking what plans they have to use the world class commissioning guide 'Improving eye health services' to improve support at time of sight loss.

· Read the 'Lost and Found' campaign report and get in touch with RNIB to find out how you can campaign at a local level.

7. Next Steps

For more information about how to get involved in the campaign contact:

RNIB Campaigns Hotline: 020 7391 2136

RNIB Campaigns mailbox: campaign@rnib.org.uk

To read RNIB's "Lost and Found" campaign report please go to the following link:

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

Other RNIB factsheets on our website can be found at:

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

· Enabling blind and partially sighted people to live independently

· Living with sight loss 

· Working after sight loss

· Equality for blind and partially people 

