Facing blindness alone

What Government needs to do now to stop the isolation of blind people

Foreword

Richard Madeley and Judy Finnigan

It is astonishing that so many people who lose their sight have to face the situation on their own. Worse still, in just 10 years’ time, we could be in the very real position that not a single blind or partially sighted person will receive any council care or support. That’s the grim prediction at the heart of this report from RNIB.
When my mother went totally blind it saddened me how badly her quality of life suffered. Age-related macular degeneration robbed her of her confidence and sucked away her energy. There is a history of sight problems in my family and my biggest worry is that, like my mother, I will spend my final years without my sight.
In recent years I came close to realising this fear. I’ve had four eye operations and my vision was badly affected for a while. I am one of the lucky ones: my sight is almost back to normal. My mother however needed help with the most basic tasks. Old age can be a period of great fulfilment but without the right care and support it can be depressing, leaving blind and partially sighted people anxious and lacking in independence.
I know what it is like to have poor vision and be afraid of crossing the road without assistance. I cannot imagine however what it would be like to live with sight loss for years and not get any help with day-to-day tasks. It would cause Richard and me the most enormous grief. How would I prepare meals? Go shopping for food?
Tragically over 20,000 fewer people with sight loss get the basic help they need today compared with just a few years ago. This is one of the main findings in “Facing blindness alone”, which explains what has gone wrong and crucially what the Government needs to do to put things right.
One of the main causes of this dramatic decline in the care and support blind and partially sighted people receive appears to be a lack of understanding on the part of those allocating public resources. The impact of sight loss is profound. I should know. However, too many people whose stories feature in this report experience barriers to getting basic help with getting around and performing household tasks. These barriers need removing and Richard and I are pleased to endorse a report that seeks to find the right solutions.
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Executive summary
The impact of sight loss

Every year 23,000 people lose their sight and are registered as either blind or partially sighted. Invariably this has a devastating impact on their lives. Not only does sight loss have a massive emotional impact, but it also means having to re-learn pretty well every aspect of your life. How do I get down to the shops? How do I read? How do I know my house is clean? How do I cook a meal? How do I continue with my social and leisure activities and maintain friendships? All of these challenges and more are set out in chapter 1. Without question the impact of losing your sight is extremely profound.
Why rehabilitation is vital

With the right emotional and practical support it is possible however to make the transition and re-build your life. In particular early support known as “rehabilitation” or “reablement” makes a vital difference. It provides new skills that maximise a person’s independence and quality of life. Unfortunately as this report shows, increasingly people who have recently lost their sight are being denied this vital support.

Using local government data analysed by the National Centre for Social Research [1]

and data obtained through a 2013 Freedom of Information request to councils with

social services responsibilities (see Appendices), this report highlights – for the first

time – the dramatic decline in the numbers of blind and partially sighted people getting

even the most basic types of council care and support.
The evidence on access to rehabilitation, set out in chapter 2, is particularly stark. Our research found a growing number of local authorities are severely restricting access. Some are offering rehabilitation for just six weeks. Others are making people wait many months before making contact and possibly providing a service. Yet another group of local authorities are using tough eligibility criteria that do not properly recognise the impact of sight loss. They are, in effect, telling blind people you are not disabled enough to qualify for our rehabilitation service.

Whichever rationing mechanism is used, the effect is the same. People who have recently lost their sight are being left to fend for themselves – to sink or swim – and all too often they are sinking into depression and isolation. This is wrong on at least two accounts. First, it denies the individual the knowledge and skills they need to re-build their life and regain their independence. Second, the approach makes no sense from an economic perspective. The provision of a quality rehabilitation service is associated with a significant decrease in the subsequent costs of social care.
Sight loss leads to substantial social care needs

While effective rehabilitation reduces the need for ongoing council care and support, a large number of blind and partially sighted people still require help in the longer term to deal with the many barriers to living independently and with dignity. Rehabilitation helps but it doesn’t give you back your sight. You continue to have very substantial care needs. However, as chapter 3 of this report shows, an increasing number of local authorities are failing to recognise and meet these needs.
In the past five years, between 2008 and 2013, there has been a shocking 35 per cent decline in the numbers of blind and partially sighted people getting council care and support. The numbers dropped from 48,665 blind and partially sighted adults in 2008/09 to 31,740 blind and partially sighted adults in 2012/13. Over an eight-year period, dating back to 2005/06, the drop is an astounding 43 per cent [2].
If current trends continue, in less than 10 years we could be in the position where no blind or partially sighted people will receive any form of funded care and support from their local council [3].
It is clear that the criteria local authorities are using to assess whether someone needs social care are failing to properly recognise the impact of sight loss. The focus is increasingly on personal care at the expense of addressing other day-to-day needs such as preparing meals, cleaning and maintaining a safe home environment, communication and getting out and about safely. In short the needs assessment fails to capture the unique challenges of living with little or no sight. In its 2010 guidance on prioritising adults’ needs, the Department of Health said blind and partially sighted people may be disadvantaged by assessors who are unaware of the impact of loss of vision [4].
Action needed now

This report features a number of blind and partially sighted people’s stories. What they have in common are the unacceptably low levels of support people have to try and manage on, leaving many isolated and in some cases incapable of even leaving their own homes.

“My 80 year old mother receives very poor support. In fact I don’t think she qualifies for any. She’s had a fall due to her poor vision but the council won’t install a stair-lift. Well, not for at least another two years. She is having to live downstairs and use a commode. She has no help to wash.” Carol “
Just being offered some bump-on stickers for kitchen appliances and a liquid level indicator to make a hot drink is inappropriate for a severely sight impaired person with family responsibilities like me.” Terri
“I went blind in 2003. I was not told about the mobility training that was available; someone from the council visited me, simply ticked some boxes and disappeared. I was left with a white cane and had to teach myself how to use it.” Bob
Blind and partially sighted people need the Government and the Department of Health to take action now. The Care Bill and associated regulations and guidance provide a unique opportunity to ensure that blind and partially sighted people can in the future access the rehabilitation and ongoing social care that they so obviously need.
Specifically we are calling for:

· A universal offer of rehabilitation for all newly blind and partially sighted people.

· Rehabilitation to come before a full community care assessment and be offered regardless of an individual’s eligibility for long-term care.

· Rehabilitation to be available for as long as it is needed. People should be able to “dip in” and “dip out” as their individual needs change.

· Social care eligibility criteria that properly recognise the unique barriers to independent living that people living with sight loss face.

All of these things can and must be delivered through the Care Bill. However, the legislation and new eligibility criteria will not be in place until April 2015 so RNIB is also calling on local authorities to act now and provide the rehabilitation and ongoing care that can make such a major difference to people’s quality of life. Being left alone to cope with sight loss is wholly unacceptable. No matter how tight the budgets of local authorities are, this is essential support which must be provided.
1. The impact of sight loss

Blind and partially sighted people’s need for care and support

Losing your sight creates multiple barriers to independence. At RNIB we speak daily to blind and partially sighted people who cannot see flames on their cookers, cannot read printed labels on food packaging, only cook when their relatives are supervising, need help with avoiding obstacles outdoors, struggle to independently locate toilets and avoid making journeys in bright light.
· Almost half of blind and partially sighted people feel “moderately” or “completely” cut off from people and things around them. [5]

· Older people with sight loss are almost three times more likely to experience depression than people with good vision. [6]

· Approaching one in 10 falls that result in hospital admissions occur in individuals with visual impairment. [7]
Typically blind and partially sighted people experience difficulties with, or barriers to:
· Preparing and cooking meals.
· Maintaining personal care and hygiene.
· Staying healthy and managing medical conditions.
· Cleaning and maintaining a safe home environment.
· Communication and accessing written information.
· Mobility and getting out and about.
· Taking part in social and leisure activities.
Preparing and cooking meals

Not being able to see presents a number of obvious challenges including not being able to check whether food has mould or has passed its use-by date. Using saucepans and boiling water are just two routine tasks that are difficult to complete, at least safely. If you cannot see it is hard to reliably determine whether the food you are preparing is cooked to a reasonable standard.
Maintaining personal care and hygiene

Even where blind and partially sighted people are physically able they often still experience difficulties checking they have performed a task to a reasonable standard. This particularly applies to personal grooming, including the basic tasks of shaving, cutting nails, applying make up and checking clothing for stains.

Staying healthy and managing medical conditions

People with little or no sight are often unable to detect a change in their appearance or indeed any troubling symptoms, which might be the early signs of a health problem (for example blood in their stools, which may indicate the early signs of bowel cancer). Some people need blister packs for medication. We have heard from blind and partially sighted people who have accidentally taken the wrong dose.
Cleaning and maintaining a safe home environment

Maintaining a safe and liveable home environment is one of the daily living tasks most fundamental to achieving independence. Difficult tasks to complete by oneself include vacuuming, dusting, checking loose wiring and fuses, spotting potential hazards, changing light bulbs, noticing and cleaning up leaks and fixing breakages. These are all basic household tasks which non-disabled and sighted people can do without thinking, but which blind and partially sighted people struggle with on a daily basis.
Communication and accessing written information

In short, people with little or no sight are at a major disadvantage in relation to communicating independently. They will often require labelling systems in their own homes, for example to ensure that they do not mistake cat food for baked beans. Mobile phones need to be adapted or if already accessible they will often be sold at a more expensive price than other phones. Then there are the costs of having a personal assistant or carer to read your correspondence. As one of the callers to our helpline recently put it, “the blind world is an expensive world”.
Mobility and getting out and about

Blind and partially sighted people will frequently encounter disruptions and difficulties including wheelie bins and cars parked on pavements, rotating cones not working at pedestrian crossings and new and unpredictable obstacles on familiar paths. For a blind person even a familiar route can all too quickly become an unfamiliar and hazardous one. It can change at any time due to travel disruption, street works or adverse weather conditions.

Taking part in social and leisure activities

Many people with little or no sight need social support to engage socially. Not being able to see when you enter unfamiliar environments obviously affects your ability to interact with others and establish relationships. Blind and partially sighted people sometimes need personal assistance or a carer to accompany them on trips, for example so they can find a rail station ticket attendant to seek help with getting through the ticket barriers.

2. Why rehabilitation is vital

Rehabilitation

Rehabilitation is the structured support put in place, typically by a council and over a defined period of time, with the overall aim of maximising a person’s independence and quality of life. It is a cost effective approach which aims to help blind and partially sighted people “do things for themselves”, rather than “having things done for them”.
Rehabilitation could (depending upon the individual’s needs) include emotional support at the time of sight loss, help with mobility, aids and adaptations, measures to increase social participation or help to assist with activities of daily living such as laundry, cooking and cleaning. Without this help, dependency and depression all too easily set in.
A structured programme of rehabilitation is a period of home reablement together with more intensive help to enhance independent mobility, communication and other specialist skills. Crucially, this should not be time-prescribed (limited to a fixed period of six weeks) and include the option to “dip in” and “dip out” as the needs of the individual change.
At present 114 out of the 128 authorities responding to RNIB’s freedom of information request stated that registered blind and partially sighted people are offered a structured programme of rehabilitation: this figure drops to 101 if the person is not registered (see the Appendix for more information).
This is specialist rehabilitation insofar as it differs from the majority of reablement packages typically put in place by local authorities. Reablement, usually focused on easing an adult’s discharge from hospital is usually completed within six weeks. It tends to focus narrowly on the adjustments that need to take place to assist someone – perhaps an older person who has experienced a fall or had a hip replacement – with living independently at home. Clearly the 23,000 plus people who are certified blind or partially sighted each year need additional help, for example to learn local routes using a cane, independently pick out their own clothing, prepare a fresh meal or help to read braille. Six weeks is inadequate.

The importance of timely rehabilitation

It is vital that rehabilitation is provided soon after someone has lost their sight. The risk of loneliness and depression is greatly increased in those early days if people have to wait for an unknown period of time for someone from their local social services even to make contact with them. Many patients interviewed in a recent RNIB study of certification and registration processes [8] referred to the anxiety of waiting for social services departments to contact them after being certified in hospital.
“I’ve been on a waiting list for nearly 4 months and nobody’s got in touch with me…I’m still waiting; I’m still on a list. They said sometimes it can take up to, cause they’ve got so many people to see, it can take up to a couple of months but 4-5 months is kind of pushing it really.”
[Interviewer: How long did it take for Social Services to contact you?] “About 6 weeks, on the telephone… Nobody tells you where to go, don’t tell you what to do. When you’re finished (at hospital), you’re out the door, and that’s the end of it. There’s no continuing after-care or direction for you.”
In March 2013 RNIB brought fifteen blind and partially sighted people together to discuss their experiences of social care at a workshop designed to inform the Government’s work on the Care Bill. Many of the same concerns regarding lack of initial contact following certification at the eye clinic were expressed there.
An ophthalmologist can assess whether an individual qualifies for registration as either sight impaired (partially sighted) or severely sight impaired (blind). If they think someone qualifies, the ophthalmologist will complete a certificate of vision impairment and send it to the person’s local social services department. The council should contact the newly certified adult and offer registration with the local authority within the first four weeks. The registration process should trigger an initial assessment for rehabilitation support provided by a specialist Rehabilitation Officer that works with visually impaired adults. Again, the stories we have heard direct from blind and partially sighted people suggest this does not always work in practice.
“(At that early stage) people say they cannot deal with our questions and queries but they then don’t signpost to services that can.” Padma
Local authorities should step in before blind and partially sighted adults care and support needs intensify. By making contact early on, in the 28 days following certification, a local authority establishes the support that can be provided to help the adult live independently, including preventive support such as specialist rehabilitation.

Jenny’s story: a story about six-week rehabilitation

Jenny was involved in a car crash in February 1995 when a driver crashed into her. She lost part of her face, including her nose and her left eye, and lost her memory for three weeks. Her remaining eye was also damaged and after initially being told she may regain the sight in her right eye she can now no longer see, “dark, light, nothing”, Jenny explains.
Jenny spent six weeks in hospital. It was here that a Rehabilitation Officer visited her along with social services. “I think rehabilitation is a vital ingredient for someone who has lost their eye sight. I also feel if you do it sooner rather than later it is of more benefit. They set a time for which they thought I would need to learn a certain route. In theory though, they have a set number of weeks that they allot to you. People should be able to dip in and out when necessary as there are different stages of the sight loss journey, when you need different help,” Jenny added.
The Rehabilitation Officer started working with Jenny fairly quickly. They would visit her own home and help her learn how to navigate around it by “kicking out for the furniture or following certain lines or walls to get to places,” she said. They put bump on stickers on the microwave and the washing machine to help Jenny find the different settings. Other practical tips she learnt from the Rehabilitation Officer included being shown how to use a cheque book guide so she could write her own cheques. Later the Rehabilitation Officer suggested Jenny start to learn to use a long cane. At first she learnt the basics at a community centre, and then she went outside. “The Rehabilitation Officer told me lots of useful information and how to listen out for different noises. When he felt I had a good technique we went to my house and would set out from there to find the bus stop, I learnt the route up to my mum’s house for example,” she added.
In total the rehab lasted a couple of months. It was just one block of time and she wasn’t offered any more assistance despite still feeling she needed it.
“It doesn’t do much for one’s confidence when you are standing at the crossing and a car drives on through. Learning how to get around parked cars, finding lamp posts... it’s great. However, as I have learnt, things on the route can suddenly change. A shop I go by has (suddenly) had a post box put on the wall which is face level – ouch!”
In recent years, living again on her own, Jenny decided she needed help in learning a few routes around her area. It took eight months of being on the waiting list before she started to receive some help. They went over some safety things around the house such as cooking techniques and safe cutting skills; although Jenny feels they weren’t covered properly as again the allotted rehab time ran out. Six weeks just wasn’t enough.

Rehabilitation under threat

Specialist rehabilitation is under serious threat. There is a considerable postcode lottery with the ratios of Rehabilitation Officers per head of population varying between 55,000 and 683,000. A 2012 survey by the Social Care Association (SCA) carried out with local authority Rehabilitation Officers of visually impaired adults suggests there were 406 Officers working across England but the ratio variation above shows that some areas are very poorly served.
Northamptonshire was recorded as having the worst ratio per head of population [9]. The county is estimated to have over 19,000 people living with sight loss, representing around 2.79 per cent of Northamptonshire’s overall population [10]. In total there are 3,150 people registered blind and partially sighted people in the county [11]. In 2010/11 239 adults in Northamptonshire were newly certificated blind or partially sighted [12]. However, with just one Rehabilitation Officer in place to meet these adults’ needs, demand clearly outstripped the help available to people living with sight loss in this particular part of England.
Elsewhere, the SCA survey from 2012 estimates the second worst ratio per head of population was recorded in Essex, which had three Rehabilitation Officers. This is fewer Rehabilitation Officers for visually impaired adults than a number of London boroughs including Bromley, Tower Hamlets and Croydon, despite the population of Essex being between four and five times greater than these boroughs. The variation in provision creates a real lottery in the help you get when you first lose your sight. Across the north of England, the survey estimates there were six Rehabilitation Officers in the Cumbria area, four in Durham, one in Northumberland and two in Newcastle-upon-Tyne [13]. Depending on which area you live in, if you are one of the 23,000 plus people certified each year, you face the real prospect of having to teach yourself how to use a cane and learn routes with limited or a total loss of sight.
“I went blind in 2003. I was not told about the mobility training available; someone from the council visited me, simply ticked some boxes and disappeared. I was left with a white cane and over the next two years I had to teach myself how to use it.” Bob
Rationing rehabilitation

New models of rehabilitation are being adopted, some of which rely on blind and partially sighted adults being found eligible for long-term care and obtaining rehabilitation through a direct payment. This idea was mooted earlier this summer in a local authority in the West Midlands region. RNIB is hearing about some areas choosing to re-tender rehabilitation contracts, awarding contracts to non-specialists at the expense of well-established local, specialist provision.
We have also heard about adults being asked to pay towards the costs of their rehabilitation, for example out of their DLA income. Elsewhere Rehabilitation Officers have lost their posts with some local authorities choosing to “spot purchase” units of rehabilitation for clients considered eligible for council care and support. This presents a fundamental risk to the future viability of rehabilitation teams.
Adults who live in areas that restrict the availability of rehabilitation only to adults also deemed eligible for long-term packages of care and support face two hurdles to this help: meeting tough criteria that barely address blind and partially sighted people’s mobility needs and also passing the stringent means test which councils use to allocate public resources.
This is bad practice and contrary to what government guidance states should take place [14]. Worse still, it means only the most exceptional cases get a chance of receiving the help they so desperately need after the devastating shock of losing their sight.
Overall 11,580 fewer adults received professional support including rehabilitation in 2012/13 compared with 2005/06. This represents a staggering fall of 71 per cent. These alarming figures are set out in their full context in the Appendix.
Time limited, but not time prescribed

Rehabilitation is increasingly being interpreted as a six week course of home care reenablement but blind and partially sighted people often require longer in order that they may acquire new skills. After losing your sight you might no longer be able to work out how to find a toilet or cook a meal for your family. You will probably need to learn new skills such as the use of text to speech software for looking at the post or the use of a long cane to navigate the streets.
“I remember the soul destroying feeling when I couldn’t work out how to get to the loo.” Jenny, July 2013
Rehabilitation ought to be offered first as a preventive measure prior to a full community care needs assessment for funded care. However, around a quarter of authorities (33) of the 128 authorities responding to RNIB’s freedom of information request replied that newly registered blind and partially sighted people were not dealt with in this way.
“A good reablement service needs to be flexible so it can spend longer with people if necessary, so a better resourced service might achieve better outcomes.” Jon Glasby, Professor of Health and Social Care at Birmingham University
“It is not expected that a rehabilitation programme will have no end point, but due to the nature of sight loss and personal circumstances of each individual, for many, it will be impossible to achieve within a six week period the outcomes that will truly minimise dependency.” ADASS position on visual impairment rehabilitation in the context of personalisation

Janine’s story: a small bit of help goes far

Janine, who used to work in a supermarket bakery, has always had issues with her sight and at first was told she had retinitis pigmentosa and astigmatism. In 2007 she was told she had cataracts in both eyes. She was warned it could make her sight worse to have them removed and unfortunately in 2008 when she had the cataract removed in her left eye it did cause her sight to deteriorate further.
Janine became quite isolated and didn’t venture out without having someone with her. In 2010 she decided to contact her local society, Dewsbury Society for the Blind, after her husband suggested she needed to talk to other people in a similar situation.
In 2011 the sensory services team from Janine’s local authority arranged for her to have white cane training but Janine didn’t feel quite ready. What Janine wanted was someone who could take her out once a week to the shops so she could run errands and wasn’t always relying on her husband or children.
“Eileen meets me for about two to three hours each week to do things like the supermarket shop. I’ve had her for about three years now which is great. I wanted to be able to do things by myself but I just needed a buddy to guide me as I don’t feel ready to leave the house on my own at the moment. Up until 2008 I was able to do everything for myself. I could just pop to the shops and buy some milk but then it got so bad I needed a little bit of help which is what Eileen now gives me,” Janine said.
With the help of Eileen and having drawn on the skills she gained as a result of rehabilitation, Janine now goes to Dewsbury Society every Monday. She has made lots of friends and takes part in a computer class.

Why rehabilitation makes economic sense

A strengthened focus on preventive forms of care and support including rehabilitation is crucial in keeping people healthy and independent as long as possible.
A number of recent studies have shown that prevention makes sense from an economic perspective. A 2013 study [15] carried out by Deloitte on behalf of five charities representing working age adults estimates that for every £1 invested in care and support to assist adults with “moderate care needs” the state benefits through a net return on investment totalling £1.30. Deloitte looked at preventive forms of council care and support, including specialist communication guides for deafblind adults, which led to a 52 per cent net return on investment.
An earlier study [16] by the Social Policy Research Unit (SPRU) at the University of York concluded that reablement is associated with a significant decrease in subsequent costs of social care service use. The research also showed reablement had positive impacts on users’ quality of life in terms of health and social care, compared with users of conventional home care services. Using the National Institute for Health and Clinical Excellence cost-effectiveness threshold, reablement represented value for money.
The value of preventive care can be measured in terms of reduced demand for acute health care or a reduction in avoidable falls, as well as lower long-term care needs. However, organising preventive care requires the joint commissioning of health and social care services and the pooling of budgets, which has historically been an obstacle to the successful provision of this care. The pooled funding announced as part of the 2015/16 spending review should be used to help prevent, delay or reduce care and support needs and rehabilitation is an obvious – and cost-effective – means of achieving these outcomes.
3. Sight loss leads to substantial social care needs

Eligibility for council care and support

For the past decade councils with social services responsibilities have been given guidance on determining eligibility for adult social care in a way that is transparent, fair and consistent. In practice councils have applied eligibility criteria inconsistently [17]. Many blind and partially sighted people we have talked to say the criteria fail to address the issues that cause the greatest barriers to independent living for adults living with sight loss.
“They ask the wrong questions to blind and partially sighted people. How people answer the questions is important. ‘Can you dress yourself?’ ‘Yes – but do my clothes match?’ ‘Can you go to the toilet?’ ‘Yes – but in my own home, but to locate one when out and about?’ ‘Can you walk?’ ‘Yes – I am physically able, but safely and without tripping on obstacles?’” Peter, March 2013
The Care Bill will lead to national eligibility criteria. A single threshold determining eligibility for social care will be applied across all councils in England. Today, councils are able to set their own threshold based on one of the following four bands: “critical”, “substantial”, “moderate” or “low”.
To assess eligibility, needs are graded into these bands based on risk to an individual’s independence and wellbeing and the likely consequences of their needs not being met. However with over eighty per cent of councils restricting eligibility to adult social care to adults with only the most “critical” or “substantial” care needs, the gravitational pull of resources means blind and partially sighted people are increasingly being rationed out of care and support completely.
Historical problem

The level of care and support blind and partially sighted people receive varies depending on where someone lives, but far too often they are excluded from social care altogether. Whilst effective rehabilitation will clearly minimise the need for ongoing council care and support for some adults, a number of blind and partially sighted people will experience longer-term needs for help.

Assessments: Local authorities use community care needs assessments to decide whether a person needs a care service and, if they do, whether it can be provided by the local authority. The needs assessment considers what type of services are needed by the person being assessed. A wide range of services could be needed, from aids and adaptations in the person’s own home to care workers or even residential care. Community care assessments regularly fail to take into account blind and partially sighted people’s support needs meaning many people with sight loss are left to go it alone. The risk-based model that underpins access to care services has led to inadequate and unduly standardised assessments and neglect of some groups including blind and partially sighted people. This problem was first highlighted five years ago by the Commission for Social Care Inspection in its “Cutting the Cake Fairly” report but very little seems to have been done to correct things since. [17]
Over the period 2009/10 to 2012/13 local authorities reported in response to the RNIB freedom of information request a year-on-year decline of newly registered blind and partially sighted adults receiving a full community care needs assessment. The median figure for all those local authorities who responded fell from 60 per cent of newly registered adults in 2009/10 to 51 per cent of newly registered adults receiving a community care assessment in 2012/13. In most cases this decline mirrored the move to tighten their minimum eligibility threshold for receiving council-funded care and support.
Community care assessments are meant to consider a wide range of issues including blind and partially sighted adults’ need for help with household tasks. However, we are increasingly hearing from service users that needs assessments focus on personal care needs at the expense of addressing other day-to-day needs, for example the help adults need to complete domestic routines.
Assessments can feel like a pass or fail test which blind and partially sighted people are uniquely set up to fail. The questions are too narrowly framed.
“When my social worker made positive comments about what I appeared able to do for myself, I think the council thought, ‘he doesn’t need any support’. You are penalised for wanting to show you can maintain some independence.” Mohammed, March 2013
The community care assessment seems oriented towards the experiences of people with physical disabilities but fails to capture the unique challenges of living with a visual impairment.

“The assessment I received was only for my parenting role. The questions were about me as a parent but none were for me. None were about the help that I need to live my life as a blind person. As someone who wants to keep fit and swim. The generic social workers said they couldn’t help me…they could have helped me surely.” Nicki
“Yes I can dress myself; I mean to physically dress. I can put the clothes over my head and legs. So if you don’t answer the social worker’s questions ‘correctly’ you are deemed ineligible. But blind people don’t see to know whether the clothes they are putting on are co-ordinated or have big stains. We don’t need personal care so much as a sighted pair of eyes.” Peter
Help with household tasks

Eligibility: Once a local authority has established that there is a need to provide funded care or support and the service user meets eligibility criteria, they have a duty to provide that service. A large number of blind and partially sighted people are deemed, sometimes erroneously, to have “low” or “moderate” care needs, meaning they are locked out from state-funded care services. Not only does this not make sense for the individuals concerned, it is a false economy for councils to set eligibility thresholds so high. It means councils can only ever address people’s care and support needs when they have reached high levels of dependency. Many councils have raised the level of their eligibility threshold despite evidence indicating that limiting access through raising eligibility criteria has only a modest and short-term effect on expenditure [18].
Blind and partially sighted people tell us they often need help with domestic routines including cleaning, preparing meals but also food shopping. However, a number of people feel local authorities prioritise personal care over adults’ needs for help with basic household tasks. This ultimately results in fewer blind and partially sighted people being assessed as having “substantial” needs, leaving them ineligible for any council care and support. In July 2013 we held a series of teleconferences with blind and partially sighted people to discuss the problems with the current approach to deciding eligibility for social care. We also gathered further evidence of the impact of poor or non-existent social care.

“Being visually impaired is not regarded as a life threatening condition. I had a problem with cleaning my home... it should be sensory support who ideally provides this but they feel ‘it’s not life and death’ whether you get help with your cleaning.” Samantha
“The assessment is based on a tick-box approach and mentality. It seeks to put everyone put in a box... the answer is always yes or no when it could in fact be a shade of grey. The social bit of social care can be ignored – you are always told you ‘can just do shopping online’. Strictly speaking, that’s true, you can, but you can get so depressed – independence is not just about shopping online... you need training to be able to answer assessment questions in an appropriate way... it is like a booby trap or minefield.” Terri
Responses from local authorities to RNIB’s freedom of information request appear to show that community care assessments are being conducted (and the rules on eligibility are being interpreted) in such a way that fewer and fewer blind and partially sighted people are eligible for council care and support. Over the four years from 2009/10 to 2012/13 the average number of blind and partially sighted people being found eligible for care following a needs assessment fell from 73 adults per local authority to 52 adults per local authority.
The Government’s stated ambition that the national eligibility threshold for social care will be set at a level similar to the “substantial” band in the Fair Access to Care Services framework surely means fewer and fewer blind and partially sighted people accessing the care they need from 2015.

Left to get on with things

Although we cannot quantify the precise impacts of the cuts to local authority budgets on the care and support provided to blind and partially sighted people, people living with sight loss generally report a lack of contact with professionals in social care [19].
After initial rehabilitation support or contact with a social worker, blind and partially sighted people talk about being left to “get on with things” themselves. Blind and partially sighted people that were receiving a service from social care often reported a reduction in the support available to them. A strong finding from research conducted in 2012 was that cuts to sensory support teams are adding to the sense of a vacuum of support from local authorities [20].
“Just being offered some bump on stickers for the kitchen and a liquid level indicator to make a hot drink is inappropriate for a severely sight impaired adult person with family responsibilities, like me.” Terri
A strong message from this research is that local authorities have a critical role in supporting blind and partially sighted people’s independence [21]. However, failing to prioritise blind and partially sighted people’s needs can have a major impact, forcing more reliance on friends, family or other sources of support like local community groups. In the worst cases, poor decisions by local councils leave people isolated and housebound.
“Always asking for informal help puts a strain on friendships – eventually they will say I can’t give you a lift this time.” Nicki
“No one contacted me. Ten years ago my first wife died and left me with two boys. Everything I asked for I was found ineligible so I didn’t get help.” Brian
Many of the participants involved in focus groups RNIB and the Office for Public Management (OPM) organised in 2012 expressed concern about their future if the support they received from local charities was cut back or stopped altogether. A number described situations where they were just about “getting by” because of a small amount of support they could access through a charity – whether this was a social group, specialist equipment or help in the home. People feared being tipped over from “managing” into “not coping” if further support was withdrawn.
A particularly shocking story is Rachel’s. She is one of many thousands of blind people who have substantial care needs that have been ignored by their local authority.

Rachel’s story: reduced support

Rachel lost her sight due to diabetes. She fell ill in 2004 and due to haemorrhaging behind her eyes she had to have laser treatment to release the pressure. Her vision fluctuates depending on how tired she is but she describes it as if looking through lace curtains. “I can read normal print sometimes, but only a few letters at a time,” she said.
Rachel struggles to wash herself after having a gastric bypass. She now has a lot of excess skin and scarring from leg ulcers. She frequently has foot ulcers and from the weight of the excess skin, has breaks to the apron area. She’s unable to clean in between the skin to make sure it doesn’t get infected and her husband is colour blind so unable to tell whether it’s red from sores or turning darker with cellulitis.
She describes herself as semi-mobile. Around the house she’ll use sticks to prevent her from falling which she’s prone to doing. On a bad day she can’t make it upstairs and has to use a commode and sometimes sleep downstairs. Outside the house she will walk with sticks if it’s a short distance or otherwise use a wheelchair.
“I always need support when I leave the house and can’t leave without someone being there with me. I couldn’t get the bus on my own or something like that,” she said.
Rachel lived in Liverpool up until January 2013. She was classed as having substantial care needs and received one hour of help in the morning and half an hour in the evening to help with personal care such as washing which she’s unable to do herself. She also received four hours assistance from a carer each week (usually on the same day) to take her out and about to run errands.
“This gave my husband time off from caring for me and also gave me the independence to do things on my own. It meant I could leave the house without my husband having to always care for me,” Rachel said. Rachel also visited a day care centre once a week (Bradbury Fields) where she socialised with other blind and partially sighted people.
However, that all changed in January 2013 when she moved to Kent to be nearer to family.
Rachel said: “When a carer finally visited me to assess my needs they thought I could cope and didn’t need the same care package. I thought it might take a few weeks to sort out my care package.”
However, Rachel has had to fight to prove her care needs are substantial.

4. Action needed now

Blind and partially sighted people are being disadvantaged more than any other group looking to access adult social care. Between 2005/06 and 2012/13 there was a 43 per cent decline in the numbers of blind and partially sighted people getting council care and support in England.
Between 2005/06 and 2011/12 the number receiving community-based services declined more for blind and partially sighted people (36 per cent) than other adults with a physical disability (23 per cent).
People living with sight loss are increasingly losing out: whether it is specialist support, rehabilitation or even help with the basics, such as help to cook a meal or safely get outdoors. If you are blind or partially sighted and you have care needs, the prospects of getting council care and support are fast diminishing.
If current trends continue, in less than 10 years, we could be in the very real position that no blind and partially sighted people will receive any funded form of care and support from their local council. This is a shocking forecast but if central government takes the necessary action we can arrest this devastating decline.
A new vision

Organisations working with blind and partially sighted people are united in the ambition that there needs to be a single pathway across health and social care that enables better partnership working and a smooth transition for the person who has lost their sight. The Adult UK sight loss pathway should be put into practice for all adults with sight loss so that they receive:

· early interventions to address their presenting needs, as a right

· visual impairment rehabilitation as an early intervention, delivered by specialist, qualified professionals

· community care assessment of eligibility for social care services, only if they still have un-met needs after receiving early intervention services.

Recommendations

1. Statutory guidance should be clear that local authorities are required to “make contact with” newly certified sight-impaired (partially sighted) and severely sight-impaired (blind) adults so they can be offered registration and, crucially, provided with a “reasonable offer of rehabilitation” prior to a full community care needs assessment.

2. The regulations underpinning the Care Bill need to specify that adults living with sight loss are entitled to a specialist visual impairment needs assessment with someone who is suitably trained or qualified to assess a blind or partially sighted adult. This interim assessment would typically precede a structured programme of rehabilitation which is time limited but not time prescribed. A full community care needs assessment with a social worker would take place on completion of rehabilitation to address any outstanding needs.

3. All adults newly certified as sight-impaired or severely sight-impaired should receive a “reasonable offer of rehabilitation” by their adult social services department. This should be a timely offer of rehabilitation, which should be available free of charge and independent of an adult’s eligibility for long-term care. However, adults should be free to “dip in” and “dip out” of rehabilitation in recognition of blind and partially sighted adults’ changing needs throughout the life-course.

4. The statutory guidance accompanying the new legal framework must clarify that local authorities have the flexibility to arrange or provide rehabilitation that lasts longer than the standard six-week reablement package where this will make a meaningful difference to an adult with a progressive condition or sensory loss. The guidance should clarify rehabilitation provided for longer than six weeks is a preferential form of reablement for adults who have recently lost their sight, in line with the ADASS’ position on visual impairment rehabilitation.

5. The £3.8billion pooled funding being provided by central government to encourage joined up health and social care must be directed at reablement services, including specialist rehabilitation services for people who lose their sight.
6. The Government must ensure the regulations on eligibility underpinning the Care Bill address the unique barriers to independent living experienced by blind and partially sighted adults. This is essential to ensure that people living with sight loss who have care and support needs have a fairer chance of being found eligible for adult social care. The eligibility criteria being developed for April 2015 need to take into account blind and partially sighted adults’ needs for help with accessing information, communicating as well as several domestic routines, including shopping, cleaning and preparing food.

Appendix A: Analysis of social care data

The research presented in this report comes from four main sources:

· Referrals, Assessments and Packages of Care (RAP) data focusing on community based provision received by blind and partially sighted people across England from 2005/06 to 2012/13.

· Referrals, Assessments and Packages of Care (RAP) data detailing the number of services received by type and total number of blind and partially sighted clients, covering residential and nursing care, together with community-based care from 2005/06 to 2012/13. This includes data that can be disaggregated by named region and local authority.

· Freedom of information data obtained from 128 councils focusing on blind and partially sighted adults’ access to rehabilitation and community care assessments from 2009/10 to 2012/13.

· Registration data on the total and numbers of new adults registered severely sight-impaired (blind) or sight-impaired (partially sighted), reported by local authorities to the NHS Information Centre for Health and Social Care.
Secondary analysis of social care data

· RNIB asked the National Centre for Social Research to look at the administrative data. This is the data held by the 152 authorities with adult social care responsibilities to determine how blind and partially sighted people are being assessed, reviewed and provided with care. NatCen Social Research looked at the trends in those people and groups receiving all community-based, residential or nursing care services between 2008 and 2012. They also looked in greater detail at the different types of community provision blind and partially sighted people received between 2008/09 and 2011/12.
Different types of provision – but one terrible trend

The RAP data the National Centre for Social Research analysed covers community-based, residential and also nursing care. In the main local authorities provide care through a number of community services. These include:

· Home care (such as when someone visits to assist with basic household tasks).

· Day care available to people who visit day centres.

· Meals.

· Direct payments (whereby people can buy the care they need through a personal budget).

· Equipment and adaptations such as hand rails on stairs.

· Professional support such as specialist rehabilitation.

Key statistics

The biggest drop in care is for blind adults

The number receiving council adult social services declined for all groups between 2005 and 2013.
But the number receiving services has declined more for the blind and partially sighted group than for other groups, including adults with other physical disabilities.

43 per cent fall
The total number of blind and partially sighted people who received an adult social care service in 2005/06 was 55,875. Amazingly, by 2012/13 this had fallen to 31,740 adults, a drop of 43 per cent – around 25,000 fewer service users. In comparison, the drop for all adults with physical disabilities was 30 per cent and for all service users 24 per cent.
It is also shocking to learn only one in ten of all adults registered blind and partially sighted in England are getting any form of social care.
The numbers getting residential and nursing care is falling too

There was a sixteen per cent drop in the numbers of blind and partially sighted people getting residential care between 2008/09 and 2011/12.
Only 4,100 adults with sight loss were recorded as receiving residential care in 2011/12, which is probably an underestimate, but nonetheless signals something seriously problematic with how people with sight loss are being identified by councils and care providers.
Even people registered blind and partially sighted lose out

Focusing on community-based provision, including home care, meals and professional support such as rehabilitation, 1 in 6 adults (16.6 per cent) registered blind or partially sighted received this type of help in 2005/06.
Disturbingly this low figure became even more minuscule when it fell to 1 in 8 adults (12.5 per cent) in 2010/11.
The number of new registrations is falling when the prevalence of sight loss is on the increase

From 2003/11, the total number of people registered blind by council social services in England fell by 5.7 per cent while the number of people registered as partially sighted fell by 2.7 per cent. More shockingly – particularly during a period where there was a growing population of blind and partially sighted people – the number of new blind registrations per year fell by 30 per cent and new partially sighted registrations fell by 29 per cent.

Community based provision is becoming scarcer every year

49,635 blind and partially sighted adults were recorded as receiving some type of community based provision (eg home care) in 2005/06.
There was a free fall in the numbers of people living with sight loss getting any community based provision, leading to a total decline of 44 per cent between 2005/06 and 2012/13. 27,490 received community based care in 2012/13. This means the overall drop in raw numbers was just over 22,000 service users.
In percentage terms this compares extremely unfavourably with adults with other disabilities. All other adults with physical disabilities experienced a bad fall but nowhere nearly as bad.
Fewer blind and partially sighted people get even the basics

Between 2005/06 and 2012/13, the number of blind and partially sighted people receiving community-based services has declined across all types of service but the biggest decrease for blind and partially sighted people was in meals (77 per cent) and professional support (71 per cent).
There was a 39 per cent fall in the number of blind and partially sighted people receiving equipment and adaptations, an outrage when blind people need canes, mobility aids, magnifiers and access technology to participate in society on equal terms.

The National Centre for Social Research report highlights that:

· 7,165 fewer blind and partially sighted people received home care in 2012/13 compared with 2005/06.

· 3,625 fewer blind and partially sighted people received day care in 2012/13 compared with 2005/06.

· 5,255 fewer blind and partially sighted people received meals in 2012/13 compared with 2005/06.

· 11,580 fewer adults received professional support including rehabilitation in 2012/13 compared with 2005/06.

· 7,730 fewer people received equipment and adaptations in 2012/13 compared with 2005/06.

Appendix B: Freedom of information exercise

Local authorities should make a “reasonable offer of rehabilitation” to newly certified sight-impaired and severely sight-impaired adults regardless of their eligibility for longer-term council care and support. The most effective approach for a newly registered individual is to receive rehabilitation and only then undergo a full community care needs assessment to see whether long-term care needs still remain.
Ten local authorities who responded to the FOI request said they do not put in place a structured programme of rehabilitation for people who are registered blind or partially sighted or have lost their sight.
Of those local authorities who do put in place a structured programme of rehabilitation, worryingly 33 councils (one quarter of local authorities who responded) do not put in place this intermediate care before they assess someone who has lost their sight for long-term care. Twenty-three councils (nearly one fifth of local authorities who responded) say they do not offer rehabilitation to adults with sight loss who have not registered as sight-impaired (partially sighted) or severely sight-impaired (blind). This is wrong. Guidance states that registration as blind or partially sighted is optional and should not affect eligibility for support.

	Results
	Mean percentage (across all 128 councils in England who responded to our FOI survey)
	Median (across all 128 councils in England who responded to our FOI survey)

	Numbers of newly registered blind and partially sighted people who received a needs assessment (2009/10)
	59 per cent
	60



	Numbers of newly registered blind and partially sighted people who received a needs assessment (2010/11)
	56 per cent
	58



	Numbers of newly registered blind and partially sighted people who received a needs assessment (2011/12)
	53 per cent
	54



	Numbers of newly registered blind and partially sighted people who received a needs assessment (2012/13)
	53 per cent
	51



	Numbers of newly registered blind and partially sighted people who having received an assessment met their council’s eligibility criteria for care and support (2009/10)
	73 adults per local authority on average


	37



	Numbers of newly registered blind and partially sighted people who having received an assessment met their council’s eligibility criteria for care and support (2010/11)
	62
	37

	Numbers of newly registered blind and partially sighted people who having received an assessment met their council’s eligibility criteria for care and support (2011/12)
	61
	27

	Numbers of newly registered blind and partially sighted people who having received an assessment met their council’s eligibility criteria for care and support (2012/13)
	52
	25


Appendix C: The Adult UK sight loss pathway
	Processes
	Systems and Structures

	Referral
	GP, acute hospital services, or self-referral

Optometrist, Optician or low vision service

	Diagnosis
	Ophthalmologist

Certificate of Vision Impairment (CVI) or Certification of Blindness or Defective Vision (BP1)(Scotland)

	Early Intervention (Advice, information and emotional support)
	Information and advice - eg Eye Clinic Liaison Officer (ECLO), Vision Support Service or similar

	Registration and Assessment (Statutory Requirements)
	Register of Blind and Partially Sighted adults

Specialist visual impairment assessment of social care need

	Early Intervention (Reablement)
	Visual Impairment Rehabilitation programme

	Assessment of eligible need
	Community Care Assessment

	Social care supports
	If found eligible by Community Care Assessment: Community based social care supports (statutory funding)

If found not eligible by Community care Assessment: Community based services (no statutory funding)


Leading to Independent living with full choice and control
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