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Introduction and Objectives

It is estimated that there are around 35,000 people in the UK who lose their sight and are registered each year and around 350,000 people who are registered as blind or partially sighted. Many blind and partially sighted people of all ages are unable to lead independent lives because they are not getting the support they need. The needs of people who lose their sight are many and varied and the support provided for people who lose their sight, and for family members, must be personalised if it is to meet individual needs.

Studies to date addressing the needs of people affected by sight loss have tended to be quantitative in nature or, if qualitative, based on small samples. Hence there was a need for in-depth qualitative research designed to give a detailed insight into the needs of a large number of blind and partially sighted people and how these needs change over time, in order to inform policy and practice development. 

The UK Vision Strategy, launched in April 2008, aims to:


· improve the eye health of the people of the UK

· eliminate avoidable sight loss and deliver excellent support to those with a sight problem

· enhance the inclusion, participation and independence of blind and partially sighted people

With this in mind, and in order to provide appropriate support for those who are blind or partially sighted, RNIB commissioned SSMR at the University of Surrey to conduct research into the needs and expectations of individuals who have sight loss.  The research was to identify ways in which services can meet the specific requirements of a wide range of potential customers/clients of RNIB and other agencies.  A qualitative approach was taken, which involved in-depth interviews with blind and partially sighted people, carers/family members, and representatives from organisations providing services to those with sight loss.

SSMR adopted an innovative approach in this research: researchers accompanied individuals on journeys around their locality, using video recording to identify specific difficulties encountered and how the individual would negotiate their environment.  This observational approach was supplemented by detailed case history taking.  The researchers were also able to explore specific elements of the individual’s typical everyday journey highlighting improvements that would be welcome.  

The full report is comprised of a number of sections including a review of relevant literature; detailed findings derived from respondents who are blind and partially sighted, from key informants, and from carers.  The Appendices also include accompanied journeys, and the questionnaires and topic guides used throughout the research programme.  This document presents 10 case studies taken from the study (pseudonyms are used throughout). These studies begin on the following page

Case study I  - Jill

Jill is a 56 year-old who currently lives on her own in [named town]. She is divorced with one son in his thirties. She attended mainstream school and had no noticeable sight problems until she was 16 years old.

She continued to live a normal life and could see with glasses. At school she was diagnosed with a sight condition, but this did not affect her until the she was 38. 

Jill went on to higher education, got married and had a child. She enjoyed travelling, drove a car and worked for the local council until she was diagnosed with pseudoxanthoma-elasticum.

Jill and her husband decided to move abroad to Spain for a change of life style while she was losing her sight. While in Spain, she lost the central vision of the second eye when she was about 40 years old:

‘I could read one week and could not read the next – that was the most shocking aspect. It all happened so quickly.’

At the time, she felt like she barely noticed it because she had started a new job, which kept her extremely busy:

‘Obviously, it was something that I put on the back burner.’

This was the most difficult time in her life as shortly afterwards her husband left her because of her condition, claiming that he could no longer do all the things he wanted to with her now:

‘One of the things he said to me was, ‘I cannot do the things I enjoy anymore.’’ 

Jill then decided to move back to the UK near friends and family to rebuild her life.

She was determined to keep herself busy and regain her confidence and subsequently undertook a ‘Rehab Introduction to Computers’ course with RNIB. The course was an eight week residential course, which she found extremely useful. The standard of teaching was good and she met other blind and partially sighted people. Despite this, she did feel that eight weeks is a long time to be away from friends and family at that critical point in her life and ideally would have preferred a series of shorter ‘bite size’ sessions.

Jill also attended [named hospital] in [named town], where she received support from a counsellor. She found this useful but would have liked this type of emotional support at the onset of her condition, as she was also trying to cope with her relationship break-down.

A few years after returning to the UK, Jill decided to return to employment. However, she faced some of the biggest challenges. She started by approaching her local Job Centre, where no support was offered despite her keenness to work: 

‘In those days the DEA were saying if you were blind, there is not much help for you. That was very depressing, particularly as I have worked all my life.’ 

In addition, Jill found employers were unwilling to give her a chance at a job due to preconceptions of having sight loss.  She applied for various jobs and positions that asked for less experience and fewer qualifications than she had, yet she was still rejected:

‘I know that was because I was blind and not because I could not do the job. Well, they thought that I could not do the job, even thought I had worked in younger positions before.’

This is precisely the reason why Jill tries to dispel any obvious indication that she is partially sighted. In her experience, not only employers but laypeople as well, immediately assign the ‘blind’ label on to blind and partially sighted people when they see a white cane, for example. She believes it is a very judgemental and limiting outlook that impacts on a blind person’s efforts to be successful. 

Frustrated with the lack of support for disabled people in general, and with a strong desire to stay out of the ‘voluntary work comfort zone,’ Jill decided to set up her own company, which supports many disabled people, including those with sight loss, with setting up their own business.

Jill is now content with life and is pleased that she can live independently. Improvements in technology over the years has meant that she can shop on-line, use talking computers for work or pleasure and listen to talking books. 

‘Talking books are brilliant – just joined RNIB audio.’

However, she is still frustrated with the lack of awareness of issues faced by blind and partially sighted people. Recently, she was surprised to find a pin entry door at the Birmingham RNIB centre:

‘You do find this with other buildings, but one would anticipate the RNIB building to be accessible.’

Jill also claims that certain large supermarkets have refused ‘chip and signature’ credit cards, which is “absolutely unacceptable”.

Furthermore, she believes that information is not readily accessible to blind and partially sighted people. While Jill has access to information thanks to her line of work, she knows a lot of people (especially her clients) do not know where to go. She suggests that an organisation should guide people to local services, and that this should be funded by the Government as a means of supporting the disabled sector. 

Jill is concerned about her future as she gets older. Her biggest worry is over her mobility and her inability to work full time. She fears that she may have to rely on expensive taxis and reduce her working hours.

Case study 2 - Ali

Ali is 28 years old and is of Pakistani origin; born in the UK, he lives with his parents in [named town]. He has had sight problems since birth and claims that his sight worsened at primary school, at which point he lost the ability to see shapes, objects and colours.

Ali attended mainstream school where he did not have many friends and blamed this on lack of confidence and social skills.  As a child he isolated himself from others his own age and preferred to stay at home with his parents than go out with friends. 

His parents also encouraged this behaviour by “doing everything for him at home”, not allowing him to learn certain basic skills such as cooking, cleaning and shopping. Ali attributes this to the Asian culture where people with disabilities are over-protected by the family and this, in his case, may have contributed to his lack of confidence.

Ali suggests that awareness should be raised within the Asian community about sight loss and parents need to be educated in coping with children who are blind and partially sighted. 

Ali has never had a job. He left school with a few GCSEs and has since dropped out of a number of different college courses where he either struggled to cope or claimed was unsuitable for him. He is receiving DLA and Job Seekers’ Allowance and blames his unemployment on a number of issues: the current economic climate, lack of support from JCP, and the presumption that employers are unwilling to employ blind and partially sighted people, based on others’ experiences.

Ali claims that the staff at the Job Centre are not very helpful and supportive:

‘They don’t really care that you are on benefits rather than working… I just go there and come home.’

Ideally, he would like to be offered some voluntary work experience where he can build work and social skills for future employment. 

A few years ago, Ali had an arranged marriage to a girl in Pakistan. Ali willingly agreed to the marriage, but subsequently found that they were both culturally different and the relationship broke down.  Ali became very depressed and ill after his marriage failed, and isolated himself at home with his parents.

‘I am normally not very good at going out, I don’t have many friends and after the marriage break-up I just stayed in even more, I just stayed at home in bed.’

Ali felt that his parents and extended family did not understand his marriage failure and depression; as a result they failed to get him any help or support. Ideally, he would have liked some form of counselling. 

He is now ready to rebuild his life and is currently in the process of moving out of home. His support worker has been a key source of help at this point in his life. She has assisted him with sourcing a flat, helped with his mobility and provided emotional support. 

Ali is considering getting a guide dog, which he hopes will help with his navigation and provide vital company when he lives on his own for the first time in his life. However, Ali is Muslim and is concerned about other Muslims’ reaction to the dog; he is also aware that even guide dogs are not allowed in certain mosques in [named town]. 

Ali is also considering going back into education, to gain IT skills, which he hopes will enable him to get a job in the future. He also hopes to be more independent, living on his own and learning new skills with the help of his support worker.

Case study 3 - Mary

Mary is 71 years old. She lives in [named town] with her husband and has been married for 50 years. She has two sons who have left home.

At the age of 15, she found her dog dead on the road. The shock of it put her in hospital and she was later diagnosed with diabetes. However, with treatment, Mary lead a relatively happy and healthily life; she worked as a nurse, got married and had children. 

At the age of 60 she was informed by doctors that she had a cataract and subsequently had an operation. Since then her eye sight has gradually gotten worse. Despite this, Mary maintains a positive attitude:

‘You just have to accept it.’

Mary has had many guide dogs in the last 10 years and does not feel secure going out without her guide dog, saying that it helps her with her navigation and confidence. However, recently she was provided with a guide dog that was trained in Norway; who did not have the basic skills of a UK trained dog. Mary did not feel secure with this dog and has following this got a new dog and both are receiving training. She was without a guide dog for a few months, during this time she felt trapped at home and did not go out on her own.

Overall, she is very satisfied with the service provided by ‘British Guide Dogs’, who pay for the dogs’ food and veterinary bills. They are also very approachable and Mary values the fact that she can contact them at any time for support and information.

Mary’s husband is also her carer; he does the shopping and driving and, most importantly, administers her insulin injections for her diabetes every day. Recently he was diagnosed with cancer and was treated in a [named town] hospital for six weeks.  Mary felt completely lost during this time and had to rely on a neighbour to administer her insulin everyday.  She is aware that a district nurse could have provided the service, but past experience has proven that they can be late for appointments, and Mary is concerned that she may not get her insulin at the appropriate time.

Mary’s husband is back with her at home and they both have a very busy social life; they like going to the church, theatre and caravanning holidays. They do not feel that they need any further support:

‘Our wants are very few.’

They feel that if they were entitled to any further support they would have been provided it by now. However, money from a personal care budget would have been useful to pay for Mary’s transport while her husband was in hospital as she had to rely on friends and family for transport.

Mary is concerned about the future if anything happened to her husband. She has never sought any ‘carer support’ and does not know of what support is available to her, but presumes the local council would be her first port of call.

Case study 4 - Malik

Malik was born sighted in Iraq. He is 23 years old and is currently doing a PhD in computer sciences at a university. 

His family fled Iraq during the war to Saudi Arabia when he was four years old, where they were placed in a refugee camp in the desert. 

Malik claims that they were treated like ‘animals’ in the camp. The temperature would rise to 50-60 degrees, sandstorms would be a constant threat and electrical wires surrounded the site to prevent them from escaping:

‘They treat you like animals; the camp had electrical wire all around to keep us in.’

It was these dry, sandy conditions that started to irritate his eyes:

‘I was constantly itching them and they were always red.’

They only had access to one doctor who could neither speak English or Arabic, who prescribed him eye drops without proper examination. His condition, however, got worse and his parents begged the camp authorities for proper medical attention.

‘My father said, ‘please let us at least go back to Iraq, I might die, but at least my son will get treated.’’

Eventually Malik was examined by a doctor in the city, who informed him that the eye drops prescribed had created glaucoma in eyes. An operation reduced the pressure in his eyes but the nerve damage was permanent and Malik had lost his sight.

The family were moved by the Red Cross in 1993 to Sweden where Malik attended mainstream school. The support provided for blind and partially sighted people in Sweden was excellent compared to his later experience in the UK:

‘Sweden was excellent in terms of support for visually impaired people.’

The Swedish schooling system provided every blind and partially sighted child over the age of six with a computer with Braille display; each of these students are provided with an assistant, who made sure lessons were prepared in a suitable format such as Braille or audio without any instigation from the student. 

‘Every VI student is given an assistant that goes around with them to make sure they have all the books and notes in each class… In contrast, support in UK is patchworky.’

At the age of 16, Malik’s father got a job in the UK and the family moved again. In contrast to the education system in Sweden, the support in Britain was viewed as patchy and inconsistent. A-level text books were not provided in Braille, lecturers often forgot to prepare notes in a suitable format:

‘Sometimes they do; sometimes they don’t at [named university].’ 

Furthermore, Malik had to beg the system for a computer:

‘…had to jump through hoops and hoops just to get a computer that can talk.’

He has lived in [named town] while at University for the last 4 years and says he rarely leaves campus because he cannot navigate around the town on his own. [Named social service organisation] has never offered any support in terms of navigation. Ideally, he would like mobility support and assessment each year because the town centre is rapidly changing.  

Malik has worked for BT as a placement student for the last few years; his experience was a very positive one. 

‘If you prove yourself to be hard working and know your stuff, they treat you like any other staff member.’

Malik is also positive towards the fact that RNIB have raised awareness of sight loss amongst the general public but would like them to concentrate on improving the services for blind and partially sighted people.

‘It’s good that they have raised awareness but they should also help us to be independent, so that we don’t need help… can cross the road and do our own shopping.’

Ideally, Malik would like a support worker provided by RNIB to talk to blind and partially sighted people and find out their needs and provide tailored support. They should look at Sweden as an example of good practice.

Case study 5 - Erica

Erica is 46 years old; she is married and has two children aged 11 and 8 years old. She lives in [named town] and was diagnosed with a visual problems at six months old. She also has hearing difficulties and wears a hearing aid; however, Erica feels that this impairment does not affect her life. 

She ran the marathon a few years ago, appeared on a reality TV show and works full time while raising her two children.

One of her eyes has been removed; she wears a prosthetic eye. She does have some vision in the other eye which is useful:

‘Little bit of vision, but very useful… I see things if they come right up to my nose.’

She attended a boarding school for the blind and partially sighted where she had mixed experiences; the teaching and support was ‘excellent’ and Erica benefited from living and studying with other children had lost their sight.  However, she found it hard to live away from home at such a young age:

‘You had no home life… when you got dumped at home in the holidays you had no friends.’

A few years after finishing college, Erica met her husband. She feels he is her greatest support. He is her companion through life and provides vital support such as driving, reading and navigating. 

Erica also has a guide dog, which she relies upon heavily. It allows her to be socially mobile, independent and provides companionship: 

‘I would say most important aspect is my guide dog, because it has given me the independence and social mobility... I can go out and about everywhere… It has given me companionship, it’s very social as people want to come up and speak to the dog.’

Erica is self-employed and works with charitable organisations towards getting disabled people back into work. She runs a helpline, talks at conferences, and aids with grant applications.  

Erica has struggled in the past to get work, claiming employers were prejudiced towards blind and partially sighted people and were largely unaware of their capabilities and the government support available, such as ‘Access to Work’.

‘They have a perception that they can’t do it, I mean David Blunkett nearly ran the country for God’s sake… It’s time it went…’

She also feels that charities such as RNIB do not employ enough blind and partially sighted people, they should be setting an example and training more blind and partially sighted people to work within their organisation. 

‘If they don’t have the skills they should be bringing them on board and train them, fill the gaps... They need to be more proactive and leading the way…’ 

Erica receives ‘Access to Work’ through which a support worker assists her with the administration of her business. This is vital support, but she is desperately struggling to increase the support worker’s hours.

‘Biggest complaint is  that you have to fight for everything, like I have been trying to get support worker’s hours increased and it takes so long…’

She also complains that ‘Access to Work’ is not promoted enough by the Government, thus many employers, particularly smaller employers, do not know about it.

Erica feels that living with sight loss can be very expensive and the money received from DLA and the disability element of working tax credits does not cover her additional expenses. She often has to use taxies instead of public transport and has to pay extra for specialist IT equipment for her laptop and mobile phone.

She likes the idea of personal choice through a ‘personal care budget’, where she can decide how to spend the money. If this was awarded, she would spend it on IT equipment, transport and a cleaner for her house.

Case Study 6 - Aisha

Aisha is 38 and lives alone.  A wheelchair user, her partial sight loss started 12 years ago which she describes as of sudden onset but with an impact that she has become only gradually aware of.  The condition relapses and remits but does not recover to the previous level leaving her progressively more deprived in terms of sight.

Although she is registered as blind she considers herself to be partially sighted.  She refers to sighted people or visual aids to “legitimise” what she sees and says that sight loss has had an effect on every aspect of her life

‘… you cannot be fully part of what is happening because there is so much that depends on you seeing things and reacting to things.’

Aisha feels that the ‘label’ of registration may be misleading to others.

‘…they might be inclined to be disappointed with me because they discover there isn’t ‘vision’ just that there is that much limitation on what I can see and then how much I can interpret what I can see.’

During her diagnosis and initial sight loss, family members provided support.  Having relocated to the UK, Aisha comments that there is crossover support because of her wheelchair use. While is it difficult to quantify, she sees a need for 24-hour a day sighted support, but says this is unrealistic.  

Leading a very active life and taking a post-graduate degree, Aisha’s main issues are transport and mobility.  She would qualify for a car under the Motorbility scheme but is without a driver.

‘I can buy the car, but the car would just be sitting outside because nobody would drive it and I would still be taking taxis around the city...’  

She feels that the most practical aid would be a motorized wheelchair which would reduce her dependence on human support but the Council’s policy is qualification only if full vision, which she feels is ‘very, very discriminatory’ to blind and partially sighted people.

‘And that now comes back on even my quality of life because I depend on a manual chair, it takes up a lot of energy so at the end of the day it’s counterproductive.’

Sight loss has affected her academic work as everything takes longer: studying, organising the aids and the materials, although she is always learning in terms of adaptations and how to complete tasks more efficiently.  
Nearing the end of her post-gradate degree, she misses studying without adaptations; studying like every other person.  To compensate she learns by listening rather than seeing.

‘The difference is that I’ve lived for two lives; the difference is clear.’

Aisha has worked in the voluntary sector where she feels there was little support.  She questions why Access to Work funding is not available in the voluntary sector as this is a recognised route for blind and partially sighted people seeking work experience.

Her leisure time is restricted due to her academic studies but Aisha gives her faith and church activities priority.   

Aisha says that the key improvement to her quality of life would be a motorized chair; she also cites a need for more sighted assistance but acknowledges the need for privacy.  

‘… there has to be a balance because you want to keep some level of privacy at the same time you want to have someone around who can put more meaning to what is around you.  There has to be that balance.’

In the future, Aisha wants to be able to access the correct and necessary support while pursuing her desires, her career, and her goals.  She hopes to get into a paid job where she can make her contribution.  This, she feels, hinges on financial resources.  

Aisha sees her sight loss as the most challenging of her disabilities, that it has more impact than her physical disability, especially given her educational objective and that there was a need for more support for those with sight loss.

‘ I think it should be given much more attention both financially and in [terms of] recognition.’

The most significant change over recent time for Aisha is that the University is now licensed for speech and magnification software lessening the need to carry her own equipment although she has tended to take her laptop as backup.  However, there are just two weeks of lectures until Aisha’s course is complete.  

She now describes her attitude to life as “one day at a time” until her course finishes in August, after which she will look for voluntary placements leading, she hopes, to employment in her chosen area.

Given the cost of transport, she feels that blind and partially sighted people should have the higher level of DLA.

‘I am speaking as someone having the two disabilities and I can compare the two and… I would say visual impairment is more disabling than any other impairment…’

Case Study 7 - Victoria

Victoria is single, in her late 20s, and lives in an urban area in the North East with her parents.  She was born with nystagmus but a more complex picture has developed in the last 12-months with a number of symptoms including mobility, chronic pain and fatigue, cognitive processing and memory problems.  Her sight altered and she now uses a cane and is learning Braille.  She struggles to read with “the words jumping around”, discomfort, and the inability to focus for long periods.   This mixed picture was being investigated and has left her feeling it was “one thing after another”.  At the initial interview a diagnosis was awaited.

As a result of her condition, her social life has contracted.

‘Obviously my friends have all disappeared because I can’t go shopping with them and things like that.  That’s what I get upset with most, that I don’t have any friends, I don’t get out the house unless I’m with my Mum.’

Victoria contacted Social Services for support but without success.  She felt that perhaps there was an assumption, because of a concurrent mental health disorder, that the symptoms were thought to be psychological.  She asked Action for Blind People to intercede.

Victoria was “absolutely relieved” to be registered blind both to permit her to apply for grants for aids and because she felt it validated her use of a white cane and learning Braille.

‘…it was actually finally like kind of welcome to the club!  I felt like I belonged then because I’d always felt in between sighted and visually impaired and I just felt like I feel justified in walking around with my cane, I don’t feel like I’m cheating….’

Victoria’s family and boyfriend give emotional support but Action for Blind People provide important practical assistance, for example with her Disabled Student Allowance Assessment application, and by providing a employment support worker who keeps her informed of likely courses and jobs, and a coordinator who helps with grants for aids.

‘If the Social Worker just got sorted and started doing what she needs to do then I don’t think I would have as many problems, I think I’d be a lot happier and managing things a lot better.’

Victoria main interest is as a photographic artist, and she has developed new techniques and found ways to explore her creativity differently.  She has incorporated Braille into her artwork and designed a website to showcase her work with the intention of adding other blind artists.

‘ I think it’s just an interesting journey and I don’t think I’m at the end of it yet and I think if my sight got a lot worse I think I would continue to create art and still have art as my biggest passion.  It’s like constantly changing so it’s an uneasy kind of adventure…’  

An education graduate, looking for employment during the last two years has been challenging and knocked her confidence especially as physical problems and fatigue leave her unable to work full time.

‘...I just feel like I’m useless and nobody wants to give me a job and two years I’ve been looking and all the hard work and I’ve got so many qualifications and it’s just not worth anything.  I’ve worked for three years at university and I’ve wasted all that money going to university and I’m in debt and it’s all for nothing...’  

Victoria cites lack of finance as the biggest difficulty, e.g. for computer software and adaptations without which job searching is harder.  She is aware of Access to work but her concern is that training to use the aids effectively is lacking.  She now regrets under use of the equipment she had while at university, which no one showed her how to use properly.

It pleases Victoria that she can go shopping alone, however she would value human support on one day a week possibly for shopping or maybe to visit art galleries or coffee shops.

‘To have that person there with me so I’ve just got that extra pair of hands or whatever I need them, their car to get me home if I’m too exhausted to get the bus home.’  

She would like to find somewhere to spend time with similar aged blind and partially sighted people during the daytime as the centre in her city has an older clientele, and somewhere to learn Braille.

Victoria enjoys teaching her unsighted boyfriend things that she has found new ways around, eg cooking.  She also runs an online network for younger blind and partially sighted people and is looking to start podcasting.  In common with many blind and partially sighted people spoken to during this study, Victoria profoundly misses reading especially, for her, the morning newspaper.  

‘…it was something that I just always did every morning, it was part of my routine, making a cup of tea, sitting down, reading through the paper while I’m having my cup of tea and I’ve always done that and I can’t do that now and I miss - sometimes I’ll pick up a newspaper or magazine lying around, I’ll pick it up and I’ll flick through as if I’m looking, but I can’t read it.’

At the time of the first interview, the most significant difference to her life would be an accurate diagnosis without which she feels she cannot move forwards.  

‘… at the moment I’m kind of in limbo.  I’m not even bothered about the outcome now, I just want to know what it is so I can start getting on with my life...’

Despite her situation, Victoria feels that the outcome will eventually be positive.  

‘I don’t really expect too much from the future because I’m a more a live-in-the-present.  I just think that I’ve got a lot of very interesting journeys to go on and the sight loss will take me there.’

Between interviews Victoria’s was told that her sight loss, severe bowel and bladder damage, and memory and cognitive processing impairment were side effects of the medication given for her mental health problem.  This, she feels, may have been avoided if treatment had been discontinued just six months earlier.  She describes being “in a very fragile place coming to terms with this”.

Case Study 8 - Philip

Philip is 31 and has experienced difficulties with his sight from birth.  He has been employed for the last two months, plays in a band and enjoys an active lifestyle. He is knowledgeable about computers and feels that there should be better access to computer technology for blind and partially sighted people.

‘If people are registered blind they should be assessed with the support and the government should be able to help them do it… I’ve had to botch [my computer] together with old bits of hardware and software.’

He lives with his parents but would like to live independently, which has become necessary due to his job. He has found this a frustrating experience.  He receives help from [a local organisation] “who are kind of on-the-case and they are so slow, it is beyond belief” as well as giving him conflicting information about his priority status. In the meantime, he is reliant on his father for transport to work, and whose car is deteriorating due to the extra mileage. 

For accessing information, he relies upon the internet, podcasts and, rarely, groups for those with sight loss. He finds that some websites do not allow efficient use due to his out-of-date software, which he is unable to upgrade due to financial constraints.

‘…we’ve had very little input from the RNIB… they’ve not really known what to do. I would have liked input to find out what’s available and how we can get things… just general stuff that makes life easier.’

Philip attended college but, despite having “all the technology available”, he failed the course due to “absolutely hopeless” support.  He received assistance from a note taker but her notes were not in a form he could use effectively and she failed to explain things in a way that he could understand.  

He found it very hard to find a job, he thinks because many companies viewed his disability as something that would be costly.   Further support from employers would include materials in a variety of formats and Braille embossers.

‘I tried and tried and tried and never got anywhere  …they probably don’t even know about Access to Work because they’re not even interested in finding out.’

He feels that a colour detector for clothes matching, Cobalt equipment and access to technology would make a significant difference to his life. He finds that his blind and partially sighted friends are often better informed than he is although he is not sure why:

‘Whether they’re in different locations to me or whether I’m not asking the in the right places or asking the right questions or going through the right channels.’

He says that the purchase of modern technology would help him overcome this gap in communication, allow him to branch out socially, and deal with future changes. 

‘I want to find my level and get to the point where I’m enjoying what I’m working for if you know what I mean.  Just get a group of people, get into these social circles with things at work and stuff, get some activities from there because I think that’ll sort of branch out in to other areas.  I might find that someone special which I haven’t managed to do yet!  That might be a good start.’

Since the initial interview Philip has maintained his employment.  His employers have provided a little more technology but he needs training in the purchase order process before he can order the equipment that has now been budgeted for.

‘One or two bits have turned up but I’ve got to order the rest as nobody else has got time.  That’s kind of annoyed me as well because I thought that they we supposed to be helping me to get it sorted, but they’ve left it all to me.’

His job involves site visits but it is planned that a colleague will become his designated driver.  He feels that, in general, his employers support him well, “most of the time it’s all right”.  

Transport remains a problem and he now solely sees resolution in a move to [named city] therefore away from his parents.  He is “kind of disappointed” that the local housing organisation has failed to find him any accommodation, however a friend has offered a share on a Monday to Friday basis, which he plans to try “as it might work out brilliantly”.  They have agreed to halve the cost of taxis as a trial run on public transport proved that the route was too large to learn although possible perhaps on a gradual basis.  He doesn’t foresee any problems around budgeting or cooking, “the main issue is just getting to work”.

Philip’s social life is stalled due to lack of transport but he looks forward to this changing when he moves to the city.

Case Study 9 - Rosemary

Rosemary is an 87-year-old widow who lives alone in a suburban area in the South East.  She is a retired ex linguist and describes herself as an ex carer: of her disabled husband, of her Mother who she looked after for 19-years, while at a hospice for five years, and as a Mother.  She has some light perception and uses a white stick.

Her sight loss began eight years ago but was resolved for several years by successful cataract operations.  Subsequently she developed wet AMD, which was not helped by Lucentis treatments.  The worsening of her condition was sudden and may, she says, have been a reaction to the death of her husband.

Treatment of what she regards as an acute condition has been characterised by delays “with an eye which was deteriorating every day.”  

Rosemary’s very many activities when sighted were chiefly allied to the arts; these interests have been severely restricted by her sight loss.

‘I used to paint, I used to embroider, I used to sew, I’m a very keen photographer.  None of that is now possible… I’m lucky, I can still see the sky and the trees but that is about it.’  

Reading has been most difficult to deal with, including reading music, especially for such a “visual” and creative person.  She is in “two minds whether to continue” as a member of a U3A group as she feels that she is now talking to “black blobs” which is very difficult to get used to.  She is unable to go to the theatre or see a television screen although she still recites prose and poems from memory.

‘I don’t see it if I’ve got a stain on my clothes.  My daughter comes, ‘Mum, you can’t wear that, it’s all dirty’.  I don’t see it.  How can I express it?  You feel such an outcast.’  

Because she is unsure of which buttons to press, she is lacks confidence the to use talking books or audio equipment, however she listens to Radio 4 “wonderful”, and Classic FM.

‘I used to sing, I used to play the piano, I used to paint, I used to do lots of things with my hands, read, recite, listen to records, but I can’t put the records on now.  Music, theatre, walking….  So all those things that to me were my life don’t happen anymore.’  

She uses lighting aids but is concerned around her upcoming electricity bill.

‘…I forget to switch them off because I don’t see them as special lights, they are my sign to go on.’

Rosemary would like to attend groups for those with sight loss but, at the time of the interview, had not heard back from an association she has approached.  There is another group in [local city] but she says she does not have “the energy” for the transport issues attendance would present.

Her daughter takes her to lunch occasionally and she enjoys the activity of going out, being driven and seeing what she can from the car.  However she is unable to identify food on the plate so, based on familiarity she tends to choose soup or cauliflower cheese.  

‘It’s very sweet of them to take me out but it’s very difficult and these modern restaurants, all restaurants, even pubs now, they’re so dark.  I mean that doesn’t help, does it?’  

Shopping is now accomplished with the help of her daughter and if she was unavailable, until a few weeks ago Rosemary was able to shop using a list.  Now assistance is offered by staff at Waitrose who she says are kind although, in common with other blind and partially sighted people, she relies on staff to enter the PIN number into the keypads to pay for shopping.

‘I’m a rather independent person.  I’ve always been independent… and so I find it personally somewhat difficult to have to rely on someone.’

It is “absolutely necessary” to keep the house tidy to enable her to find her belongings.

‘And it’s amazing how the sense of feeling, of touch comes in to it.  For instance I’ve got a knife stand with six slots and I know exactly where each knife goes....’

Support at present comes from her daughters and her neighbours.  She is awaiting assessment but does not know when that might occur.  She regards the hospitals as “deplorable”, with no support offered and the decision to have the Lucentis treatment left to her.  

‘But the essence is the urgency of it.  If you hang about, it deteriorates and then they can’t save any more… Well [now] there isn’t anything to save.’

Rosemary is unaware of what support might be available and would like help with correspondence and with instructions for cooking ready meals, but also “someone to talk to”.

‘I know it is not really done to unload your worries but I would have thought it might be very nice because I don’t do that with my children, because they’ve got their own worries haven’t they.’

Rosemarie is pleased that she is maintaining friendships and describes herself as surprised at the kindness and warmth of friends and acquaintances.

Information comes from the Macular Disease Society and which her daughter reads aloud.  

She does not feel that there is anything that would make a difference to her life now and acknowledges that along with the slight loss, she is bereaved and has a concurrent medical condition awaiting diagnosis.  She says that she knows she must “live with” sight loss.

‘I, so far, have not had to ask people to look after me.  If I were ill I just don’t know what I would do, I just hope it doesn’t come to me.’  

In the three months since the initial interview Rosemary has received the diagnosis for her gastric symptoms, which are not life threatening.

She continues with U3A and, stemming from another group member, has “forced myself” to take on more activities, eg: visiting gardens although she felt “a little out of place as the others were sighted”.  She has contacted the local blind association and now goes to monthly meetings with a variety of speaker, trips to tearooms, humorous sketches, etc.  She has also joined a fall-prevention exercise group at the local hospital who she describes as a “nice crowd”.

‘I must take my hat off to these ladies do these arrangements and they come and fetch us – wonderful; wonderful people, because we couldn’t otherwise manage.’

She also now goes to a singing group, again through an introduction from the local blind association.  They sing ‘old time’ songs but she was not brought up in the UK; one of the group has created an audio tape for her to learn the words.

‘Life, if I put it bluntly, is difficult.  If I were to sit around, I would go mad so I’ve got to push myself and go amongst people because the only thing I can still do is to talk.  I cannot see a thing in front of me.  So what do I do when I have tidied up and I have dressed, tell me?  There’s nothing I can do… I wouldn’t dare take my life because it’s not done, but it feels like that.’

Rosemary’s sight continues to deteriorate, “getting worse, almost by the day”.  With her daughter’s help, she has now bought a talking clock, watch, and liquid level indicator.  She has been visited with regard to aids including a mouse to help read correspondence and better lighting, but has heard nothing further nor received the aids.  The only adaptation is a handrail in the bathroom. 

‘I sometimes think perhaps they could give you a ring and say hello or something but I understand that they have thousands and thousands of members and they can’t say hello to everybody, can they?’

She feels her life “has finished, this is somebody else’s life which I’m leading now, it has very little to do with that I was”.

‘I can only say it is difficult, but I try to cope… I never say to people that I find it hard… why should I give them the load to carry that I’m not well?  I can do that.’  

Case Study 10 - Stephen

Stephen, who has been blind from birth as he was over-oxygenated as a premature baby, is 53 years old and lives alone in an immaculate purpose-built shared ownership flat near a town centre in the South East.  He has learning disabilities.

After the death of his parents in 2002, Steve was advised to and subsequently moved into residential accommodation; he ultimately achieved his goal of independent living two years ago.

‘I did well at [first residential home] but I think that place had so many people who had very, very profound learning problems and I felt really the odd one out.’

After three years in residential accommodation, Steve approached his key worker about moving into his own flat; it took a further two to three years of learning new mobility routes in an unfamiliar area, day-to-day living skills, shopping, budgeting, and long cane training.  

‘[Living in a residential home is] something I wanted to stop, but… I had to go in to care to achieve my goals, to rebuild my skill set.  I wanted to be part of a community, you know, go out on my own.’ 

‘Being in care and being on your own in the community, it felt very strange indeed because for the first time being in a flat on your own in the community it was, at first I felt a bit sort of lost because I was used to a structured daily residential home.’

Although Steve felt the move ultimately happened “too quickly” after a stop-start period created by local authority funding issues and a bank takeover, he was supported by care workers within 24 hours.  He receives support for six days of the week and copes well with any change in personnel.  After a wait of six months, he now receives benefits.

‘I just thought everything was not going to plan. I just felt it was never going to happen.’

‘I only wanted somewhere because of location, to the local shop, the pub, the shops, the station or the airport or whatever.  The location is important because if I was going to go the other side of town it would mean going by taxi to go to Waitrose or whatever.’

He takes the decisions on activities with his care workers, e.g. shopping or pub lunches and is currently attending a second level IT course at a local college as the RNIB recommended he continue with IT training.  He uses his computer for email and college work, and for listening to the radio.

‘I always make the decisions about what happens on each day.’

He acknowledges the good support he has highlighting the rehabilitation and mobility training, and is pleased with the variety of aids he has in his home.  He gets information from Social Services, SeeAbility, and RNIB and does not consider that he has any difficulties because of his sight problems, or that he needs further assistance.

His leisure activities include reading, writing, surfing the net, going to the pub, church attendance and talking to his sister on Skype.  He goes into town and to the pub alone, and is happy to use public transport unaccompanied.

‘I haven’t got lost at all since I’ve been here, not at all.  I do remember because I just think of the time when that rehab worker concerned used to do this route; it seems like a long time ago.’

Steve learned to read and write in adulthood using a Braille Perkins machine.  Other than a Braille printer, there is nothing that would improve his quality of life as he has achieved his aim of independent living.

His concerns for the future are around maintaining his physical wellbeing, e.g. walking or climbing the stairs to his first floor flat.  He thinks he may eventually need to consider living in sheltered or warden-assisted accommodation – but after age 65.

Over time, little has changed for Steve although the word processing course is nearly complete and he plans to start an Excel course in January 2010.  He is looking to improve his social life, but says this is something for the future.  He remains happy with living independently.

‘I’ve always wanted to achieve independent living.  It’s always something I’ve always dreamed of having but it’s never happened for so many years.  Well, I feel so happy that I’ve achieved it now, my goal, because I’ve worked hard to achieve it and I was determined to do it.  To live on my own rather than live with other people and rely on other people...’
