Functionality and the Needs of Blind and Partially-Sighted Adults in the UK

Executive Summary

Where we are today 

In the UK approximately 378,000 people are registered blind or partially sighted.  90 per cent of them are 50 years of age or older, and with a population that is living longer an increasing number of people are at risk of visual impairment. Concern about the capability of current rehabilitation services to deal with existing and future needs prompted the formation of the Rehabilitation Project Group (RPG), and the commissioning of a study that would improve our understanding of the needs of blind and partially-sighted adults. 

Through a detailed description of lifestyles, experiences and opinions, people’s access to and use of services, as well as their priorities and the barriers to their aspirations, the RPG’s Functionality and Needs study has been able to describe the nature of need as explained by 1,428 blind and partially sighted people themselves. 

The study 

The main aim of the study was to understand the impact of people’s vision loss on all aspects of their lives – that is, on their ‘functionality’.  For each area of a person’s life – their mobility, the activities they do, their use of technology – we asked about the following: 

• Functioning – What are people actually doing? 

• Capacity – What level of function are they achieving? 

• Expectation – Do they want to be functioning differently?

• Barriers – What is stopping them achieving a higher level of functionality? 

• Enablers – What is enabling the current level of functionality? 

With an understanding of how people are functioning, what is enabling them to do what they are doing, and what is stopping them from doing more, we can decide how to intervene to improve people’s functioning. 

The findings 

We found that in nearly every area of everyday life blind and partially-sighted adults in the UK face significant restrictions. 

The study developed indices to measure individuals’ mobility, independence and wellbeing.  Using the indices, we found that nearly a quarter of the people we interviewed were not experiencing minimum acceptable levels of independent living, over a quarter (27 per cent) were not experiencing minimum acceptable levels of mobility and over a third (37 per cent) were not experiencing minimum acceptable levels of well-being. 

We also found strong evidence of an association between mobility, independence and well-being. The higher an individual’s wellbeing was ranked, the greater their levels of mobility and their performance on a range of activities necessary for independent living.  

In short, using the indices of activities, mobility and well-being we found a strong and positive correlation between psychosocial well-being and functionality. The indices can now be developed to help devise interventions to improve the lives of blind and partially-sighted people in the UK. 

“The single most important thing that could be done for blind and partially-sighted people in the UK is for them to get treated like everyone else; not like second class citizens.”  55-year-old woman registered blind for 10 years 

Findings of the study relating to daily life; getting out and about; confidence, coping and well-being are summarised below. 

Daily life 

Independent living
An activity index was developed as a summary of the level of difficulty experienced across a wide range of activities associated with independent living skills (ILS). Increased difficulty in activities was associated with decreased quality of life, decreased overall mobility, decreased mental health and poorer residual vision. 

Labelling and lack of information in accessible formats were cited as the main problems in carrying out a wide range of different activities, with 80 per cent of people reporting difficulty with identifying the labels on food and medications. 

More than a quarter of those interviewed (28 per cent) had difficulty in carrying out a personal care routine (washing, dressing, shaving or putting on makeup).  Familiarity, routine and adapted devices were amongst the major factors thought to facilitate carrying out everyday tasks. 

The activities judged to be the least difficult were keeping up with the news, making a cold meal and telling the time, but these were still a problem for 20 per cent of respondents. 

Employment 

Most of the survey population had retired from employment. For those of working age, there were quite large differences in employment rates between UK countries, with Wales having the highest employment rate (35 per cent) and Northern Ireland the lowest (18 per cent). 

A range of barriers to employment were highlighted; the attitudes of employers being the most commonly cited one.  Generally, those who are currently working are satisfied that their place of work met their needs as a blind or partially-sighted person.

Technology 

55 per cent of respondents used a mobile telephone and 44 per cent used a personal computer, with younger people being more likely to use them than older people. Currently, technology use is limited by information, access, training and, above all, costs. People expressed a need to know about technology, to be trained in its use and to have access to equipment at reasonable costs. 

“Computers open up another world for the blind and partially-sighted, they are 

great…as long as we can be taught how to use them.” 63-year-old woman, who has had an eye condition since birth

Education 

We found a population with a wide range of educational attainment. Amongst those of working age, there were larger proportions of people with higher level qualifications and of people with no qualifications compared to the general population. 

Most blind and partially-sighted people who went on to higher education reported that their vision and the imperative of finding a job afterwards drove their choice of course. 9 per cent of the population were currently studying at the time of the survey and 43 per cent of these were studying in IT or compute related areas. 

Social activities 

We asked about social activities and hobbies and found an active population enjoying a full spectrum of different activities, hobbies and pastimes. When people were asked if there were activities they would like to do but were unable to do, there were almost 1,000 responses. This ‘wish list’ of activities was dominated by active outdoor activities such as walking and swimming. 

“[I would like] to be given ore confidence to do things like go out to social clubs.” 76-year-old woman, registered partially sighted for 1 year 

Getting out and about – mobility, transport and information 

Mobility 

The study developed indices for independent mobility (people’s ability to get out and about unaccompanied) and for general mobility (focusing only on an individual’s mobility, not how it is accomplished). 

When moving around in their own homes, stairs, poor lighting and unexpected objects were identified as the main problems people faced. 

Almost half (48 per cent) of the respondents indicated that they had some difficulty going out by themselves. Outside the home, unexpected objects, street furniture, crossing streets and using all the different types of 

road crossings were problems, but the most common problem was related to fear or lack of confidence. 

We investigated the relationship between people’s mobility indices and their confidence, and found a strong positive relationship between confidence and mobility in both independent and general mobility. People repeatedly referred to the importance of feeling safe and confident when moving around their environment. 

Mobility training was identified as an important component of rehabilitation for blind and partially-sighted people, and 38 per cent of respondents had received some sort of mobility training, the most popular being long cane training. Generally, people were satisfied with the mobility training they had received but many indicated the need for further training. 

Two-thirds (66 per cent) of people reported using at least one type of cane, and cane users generally found them to be useful aids to mobility. 

Only 2 per cent of those surveyed used any kind of electronic travel aid. There was a lot of interest in electronic aids and new mobility technologies, but widespread concern about the cost and availability of such devices. 

17 per cent of those interviewed were guide dog owners (GDOs), which is a higher proportion than we would expect from a random sample of blind and partially-sighted people. The relatively high proportion allowed a comparison of guide dog owners and non owners. GDOs were on average younger and reported better mental and physical health than non-GDOs. Even when age differences between the groups were accounted for, GDOs reported significantly higher general mobility and also independent mobility than non-GDOs.  86 per cent of owners reported their dogs to be “invaluable”. 

“[The most important thing that could change my life would be] being able to cross roads without being frightened. That stops me going out; it puts my independence up the creek really.” 

56-year-old man, registered blind for 14 years 

Transport 

Respondents assessed their levels of access to different forms of transport and the ease or difficulty in using them. Taxis were the most frequently used transport and the easiest to use, with buses the second most used means of transport. 

Significant problems were identified in the use of public transport; whether buses, trains, taxis, ferries, the underground or commercial air transport. When invited to make suggestions for changes to improve transport use for blind and partially-sighted people, half the comments related to potential improvements to bus services. 

Information 

A series of questions were asked about where people would go to get information on a variety of issues. If they want information about sight problems they are most likely to look to local societies or voluntary organisations; for information about training or special equipment they are most likely to use local authorities or social services and for tapes or publications RNIB was the most commonly used source. However, the proportions of people who didn’t know where to go to get information on a number of issues were quite high, ranging from 6 per cent on sight problems and visual-related issues to 17 per cent on training. 

For those with some residual vision the preferred format in which to receive written information was large print. With decreasing residual vision, there was a corresponding increase in the preference for Braille and recorded formats. Half of the people surveyed reported not being able to get specific information that they required in their preferred format, and 7 per cent said that there were “many different things” that were inaccessible to them. 

Confidence, coping and well-being 

Confidence 

Three-quarters of those surveyed classed themselves as confident, but there were age and gender differences. Confidence increased with age, and men were more likely to regard themselves as confident than women. 

Coping 

Respondents were asked to what extent their vision made it easy or difficult to ‘cope with the demands of life’, ‘make friends’, ‘organise needed assistance’ and ‘fulfil desired roles’. We also asked people about their perceptions of the risk of injury – that is, the likelihood of injury when moving around their environment. On all of these questions significant proportions of people indicated problems. 

Using responses from the survey we developed an index of well-being and looked at the factors that were significantly associated with the well-being scores. Here we found a strong correlation between well-being and functionality. People with the best well-being scores: 

• Were better informed about their communities 

• Were more likely to report having a forum for their views 

• Had better overall mobility 

• Had better performance on ILS activities 

• Were older 

• Were more likely to be men. 

“The most important thing that could be done for me would be to give me more confidence and a more positive mental attitude.” 38-year-old woman, registered blind for three years

Emotional support 

A majority of people (54 per cent) who acquired their blindness after the age of 10 years reported having had no-one to talk to at the time. For those who did have someone to talk to it was most often a family member, spouse or sometimes a social worker, friend or person from a voluntary organisation. Most people who had someone to talk to reported it as valuable and most of those who did not have anyone thought it would have been valuable to them. 

When it came to ongoing social support, most people felt that they had someone who they could talk to, and for the majority that was a family member or friend. However 12 per cent of people either had no-one or did not know who they could turn to. These people had significantly poorer mental and physical health than people who had a source of ongoing social support. 

Service provision 

Needs assessments and service provision 

80 per cent of respondents reported having a needs assessment at some point with 41 per cent reporting more than one assessment. Most assessments were carried out by local authorities, social services or HSS trusts. 

77 per cent of those who had received an assessment reported that it highlighted all their needs at the time, and 56 per cent were offered some kind of services on the basis of the assessment. 
80 per cent of those who had received some sort of service reported that, broadly speaking, the service met their needs at the time. Satisfaction was similar across all types of services offered. 

“They didn’t address any of the psychological or emotional needs, social needs, nor how to deal with isolation. Very few practical needs were dealt with.” 52-year-old man, registered blind for 17 years 

Training 
Specialist training covers a wide variety of areas for blind and partially-sighted people including mobility, orientation, ILS activities, computers, Braille, and low-vision aid training. 

41 per cent of those we surveyed reported never having had training of any kind, and 17 per cent said they didn’t know where to go to get information about training. 
Individuals who had received one type of training were much more likely to have had other types of training as well. For example, those who have had some sort of mobility training were eight times more likely to have received ILS training as those who had not. 

The need for change 

The breadth of this study is unprecedented, and it has generated one of the largest and richest datasets on the experiences and views of blind and partially-sighted adults in the UK. The evidence it presents highlights three important issues. 
Firstly, it shows there are perceptions of restricted functionality amongst significant numbers of blind and partially-sighted people in key life activities.

Secondly, it illuminates the important role of psychosocial well-being in advancing functionality in people. There are links between an enhanced state of well-being and greater functionality; whether it is the confidence to go out on one’s own, capacity to cope with life in general, or the confidence to pursue a particular life aspiration. 

Thirdly, it suggests that the indices of activities, mobility and well-being created for the survey are useful starting points for the development of assessment tools to help pinpoint the individual needs of blind and partially-sighted people, for rehabilitation and other services in the future. 

We believe that these findings will support the formulation of a new approach to services, where by individuals can make and realise their own life choices; the efficacy of service provision is assessed by the outcomes it produces for those individuals; and our society is better informed and equipped to challenge the social exclusion experienced by so many blind and partially-sighted adults. 
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