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1. Executive Summary 

The overall aims of the research were to gain an understanding of the experiences, needs and expectations of blind and partially sighted people; to explore ways in which they can be supported to lead independent and fulfilling lives; and to investigate how needs change over time.

This report presents a summary of information collected through in-depth interviews with people who are blind and partially sighted; recommendations are also included.  The main body of the findings in the full report includes verbatim quotations from blind and partially sighted people themselves providing a rich insight into their feelings and experiences.

An innovative approach was adopted; researchers accompanied individuals on journeys around their locality, using video recording to identify specific difficulties encountered and how the individual would negotiate their environment. The researchers were also able to explore specific elements of the individuals’ typical every day journey highlighting improvements that would be welcome.  Video footage will be available to RNIB for presentation purposes.
The study provides substantial qualitative evidence for many of the findings from earlier studies summarised in the literature review.  It describes the actual experiences of those with sight loss, highlighting their own perceptions of their situation and needs, and illustrating these with their own words. It focuses very largely on the social aspects of being blind or partially sighted and provides a basis for enhancing the inclusion and independence of those with sight loss.

This report presents a summary of information collected through 83 in-depth interviews with blind and partially sighted people in England, together with 18 interviews with informal carers, and with 22 representatives of organisations dealing with people who experience sight loss. It also includes interviews with 10 blind or partially sighted children aged 5 to 15, and their parents.  This information is supplemented by in-depth information from 10 ‘case studies,’ where a second interview was conducted, and from 10 ‘accompanied walks’ where interviewees actually showed researchers some of the difficulties they encountered in everyday living. The initial interviews were carried out between November 2008 and March 2009, with case studies and accompanied journeys completed in April, 2009.
There were 46 females and 37 males included in the adult sample of those with sight loss, with ages ranging from 16-94. Respondents had a wide range of conditions and levels of sightedness: 49 reported that they were blind, and 34 were partially sighted.  Twenty-two people were in employment (19 full-time), 32 were retired, and the remaining sample included students and those who were unemployed, plus 10 stating they were volunteers.  Ten respondents were from minority ethnic groups.  The sample was drawn from various regions of the UK, with 58 from the South-East, 16 from the North/North-East, and 9 from the South/South West.

Overview of services

Interviewees described a wide range of services and support that they received. However, the variations in provision between different geographical areas were substantial. Ideally, all services should be available in all areas, e.g. initial support and information, telephone contact, assistance in obtaining benefits, in seeking employment, mobility training, etc.



The single most important factor in the design and delivery of services is to recognise that people with sight loss have highly individual needs.  Hence any service provision needs to take this into account and to seek to operate a personalised care agenda.



When support is provided is as important as what support is provided.  The key point for support is at the time of a diagnosis of the eye condition and during the transition stage from sight to blindness or partial sight.  However, once support is in place it needs to be continued.
A difficulty with formal support is that it is likely to be delivered at a point in time, but without ongoing support.  To some extent this is simply the way that the support delivery is set up, but it is also affected by funding when cuts can mean that a service is no longer available. 

It is also important to bear in mind that many issues relating to service provision are constantly changing, e.g. IT, the economic situation; therefore there needs to be a continual reassessment of services offered to blind and partially sighted people. Research into understanding needs and service provision should also reflect societal, cultural, and economic changes.


Every effort needs to be made to maintain normality in the life of someone diagnosed with sight loss.  Service provision should take into account an individual’s personality, previous situation, interests, support networks, and so on, in order to provide appropriate and timely support.

Key life changes

The greatest change in the lives of many blind and partially sighted people had been the loss of independence that accompanied the loss of sight. Closely allied to this were transport difficulties, particularly arising from not being able to drive.


Key life changes noted included:


· Loss of flexibility and spontaneity, with every outing having to be carefully planned

· Loss of reading so that a person cannot deal with items in the post or read for pleasure

· Loss of employment

· Inability to carry out household tasks, including cooking and cleaning

· Time and effort required to accomplish simple tasks

· Inability to shop alone

· Failure of other people to treat them as the individual they have always been
· Difficulty in forming new social relationships because of lack of non-verbal cues or eye contact
Differences related to onset of sight loss

It was clear that those who had been blind or partially sighted from birth were better adapted to their situation because it was all they had ever known in life. They appeared more confident in getting about, using public transport, including bus, train and Tube.  They were often more embedded in a ‘blind’ culture, with many friends who also have sight loss, particularly if they have attended schools for those who are blind and partially sighted.

For some of those who have been blind or partially sighted all their lives, there may have been a time at which their sight deteriorated further to the extent that they could no longer do things that they had been able to do in the past.  At this point they did not necessarily know how to access further support required. A further difficulty for some was that, although the deterioration in their sight was gradual overall, its progress was not even and was often unpredictable.



A minority of interviewees had lost their sight quite suddenly.  The initial impact on them included a large element of emotional upset, often followed by depression and a feeling that their life was over. The key difficulties they voiced were the restrictions on their mobility.  Having had no opportunity to gradually adjust to deteriorating sight, they typically lost all confidence in going out alone.  People who had lost their sight suddenly were particularly aware of the immediate transition from being a capable individual to being treated, in many instances, as someone incapable of carrying out simple tasks and activities.



Support received

Many interviewees reported receiving little support at the time of diagnosis.  In particular, few had been offered any emotional support or counselling when faced with a devastating life change.



Many blind and partially sighted interviewees were heavily dependent on informal support from partners or other family members. This could cause stresses in a partnership and for older people the loss of a partner could mean being left with no everyday support.  Informal support was particularly important in relation to getting out of the home and for small household tasks.

Voluntary organisations were key in providing support, particularly through social groups and the provision of information and resources.  Little formal support from statutory agencies was provided to most people, particularly ongoing support, and there were reservations about the intervention of Social Services in private lives.  The support varied considerably between different local authorities.


The most important support provided by RNIB related to aids for carrying out tasks and, for some, the provision of rehabilitation training. Charities, including local organisations, are in a good position to provide a central reference point for information and access to support.



For middle aged and younger interviewees, the biggest impact in terms of support had been the provision of appropriate technology.  Software providing an interface with the computer for those with sight loss opened many further information and support possibilities.

Most interviewees had private arrangements for cleaning, shopping and other household tasks, but their provision had significant financial implications.



While the financial support provided by the Disability Living Allowance was much appreciated, this was generally provided at the lower level and was widely felt to be inadequate.  It represented a failure to appreciate the full impact of living with sight loss.  It was most commonly used to provide transport (taxis) and to pay a cleaner.

Work/Employment

For those of working age, a key area of support required, but not always provided, was assistance to obtain employment. Difficulties with employment resulted in economic limitations for many blind or partially sighted people.  Hence any new services need to be developed bearing in mind the cost to the user.  In the first instance support should be directed at encouraging someone diagnosed with sight loss to remain in their job, as this presents fewer difficulties than trying to access another job at a later stage.



A number of interviewees expressed disappointment that charities such as RNIB and Guide Dogs for the Blind do not employ more blind and partially sighted individuals.  There was also a need for RNIB to work collaboratively with people with sight loss, providing services, mainly advisory, to others with sight loss.



Many of those in employment were those who had been blind or partially sighted throughout their lives and may have received training for appropriate employment opportunities. However, these opportunities are becoming more limited, e.g. telephone operators, touch typing.  Other employment to which the long-term blind and partially sighted had been directed included IT, and in a couple of instances, piano tuning.  

Experiences with assistance provided at Job Centres was varied.  There was a need to have staff at Job Centre Plus who have specific knowledge of the needs of those with sight loss.  Such a specialised member of staff could perhaps cover several centres. Access to Work was felt to be poorly promoted by the government and hence many employers do not know about this scheme which will contribute to the cost of equipment in the workplace for blind and partially sighted individuals. JCPs could help those experiencing sight loss by providing voluntary work with employers that would help to build the confidence of blind and partially sighted people.

There is a need to make full use of an individual’s talents and intelligence at work.  There were instances where people with sight loss had felt held back by their condition in their working situation even though this did not directly affect their ability to do a job.

Self-employment in running a small business appeared to be a satisfactory employment route for a number of interviewees who had taken this approach to work.  Instances including selling specialist items or services through a shop or via the internet, and providing advisory services related to sight loss.  Greater support for those planning to set up a business would be a valuable approach to assisting with the employment problems of the blind and partially sighted.

Voluntary work by those with sight loss had an important role to play, as it enabled people to feel that they were contributing to society by helping others.  A number of interviewees were active in a voluntary capacity, particularly working for charities supporting blind and partially sighted individuals. However, accessing voluntary work was made more difficult by the absence of support to do such work.  More support could mean that this is a route into paid employment for some experiencing sight loss.

Supportive equipment is widely available, e.g. computer software, text mobile phones, and electronic readers.  Information about equipment needs to be made more widely available and consideration given to financial assistance.  Most are very expensive because they cater for a limited market. Severe financial restrictions limit the possibility of accessing aids and equipment which might significantly improve the quality of the lives of blind and partially sighted people.

Emotional support

There is a requirement for greater understanding of the emotional needs that accompany sight loss. Very few interviewees had received any formal emotional support or counselling when they lost their sight. There is a tendency to treat sight loss as a physical disability and not to recognise the totality of the impact on people’s lives.

The literature review notes the large number of blind and partially sighted people who live alone and this particularly highlights the importance of social and emotional support.

Social groups for those who are blind and partially sighted provided considerable informal support to their members, but these are mainly attended by older people with sight loss.

Information needs 

It is clear that information about services and support needs to be delivered in as many different formats as possible, i.e. large print, audio, Braille, electronic, as appropriate.  Different individuals like to access information in different ways.  Information also needs to be delivered at an appropriate time for a given person as it is unlikely to be absorbed until it is relevant.  To achieve this it needs to be provided repeatedly, it cannot be assumed that because someone has been provided with information at one point in time they will be able to access this when they have need of a service.



Key information sources included websites (need for text-based sites), podcasts, local and national societies, audiotapes, and, crucially, word-of-mouth.



Key points of access to information, especially at the outset of sight loss, are hospital eye clinics and GPs.

An information pack of support available, organisations and contacts, could best be delivered at hospitals at an early stage.  This could then be referred to as needed.  There are very many support organisations, including those for specific eye conditions, but people do not always find out about these as soon as would be helpful.

 

A local directory of every type of support service available for blind and partially sighted people would be a major step forward.  The expectation is that this would be compiled by the local authority and be available in multiple formats.



Information needs to be kept as succinct as possible so that blind and partially sighted people do not have to work through too many words when using readers or speech software.
Transport

Transport is a key issue for blind and partially sighted people.  Those who have become blind or partially sighted in adulthood, and who were previously drivers, find everyday life very difficult without the flexibility a car provides.  Many were reliant on taxis, but limited in their use by cost.

Only a minority of respondents used public transport alone, most often those who had been blind or partially sighted all their lives and those who had built up the necessary confidence over a long time period.  Bus passes were useful, but the restrictions regarding specific times when a pass could be used led to limitations for both work and social life.

Assistance was provided in using the rail network, but greater care needs to be taken that this is provided right through to the end of a journey, as interviewees reported instances of being stranded on a platform on arrival.

Independent mobility was affected not only by transport availability but by difficulties in the walking environment, including crossing roads, and obstacles on the pavement.

Education

Specialist schools had been effective in providing some interviewees with appropriate skills, including for some the use of Braille.  However, this type of education could be very isolating and it is recommended that some mainstream schooling be undertaken to provide wider social contacts and in order to learn to function in the ‘real world’.



Experiences in mainstream schools had been varied, but support and awareness of the difficulties encountered by blind and partially sighted people was felt to be much improved now.  Individual support was considered essential as in a large mainstream class, a teacher could not be expected to continually make allowances for one class member with sight loss.



Interviewees included a number who had undertaken college and university courses.  For the most part they had been able to participate successfully in such courses, often alongside their sighted peers.  Some reported provision of a reader or reading group for their university course. The Open University had also been an important source of education for a small number of interviewees as the fact they could study at home was practical, although it failed to provide any social stimulus.



An issue for students was the time delay in obtaining materials in a suitable format. Also the actual studying took longer because of the time taken to read materials.  For those who had attended specialist schools or a specialist unit within a mainstream school, the move to university, with a much lower level of support, had been a difficult step change.  There is a need for consistent support to be provided to blind and partially sighted students making this transition.

Enablement

The emphasis in providing support to blind and partially sighted people needs to be on enabling the person with a sight loss to do as many things as possible.  In particular, training needs to be focused on making the most of residual sight.

Part of this enablement is to educate family members to encourage someone experiencing sight loss to be independent rather than to do everything for them. Those who felt they had achieved most had been encouraged by family to not allow their visual problems to stand in their way.  This has been more likely to take place in families where there is a history of visual problems, while some families for whom this is completely new may have limited expectations of the blind or partially sighted family member. Some young adults felt that the concern of their families, particularly for their safety, was preventing them getting out in order to access educational and social opportunities.

With regard to the general public’s perception of people who are blind or partially sighted, many interviewees were concerned that they were labelled with the ‘blind role’ and that their capabilities were not always recognised.  It was felt that awareness needed to be raised among the sighted population as to the individuality of sight loss.

Personal care budget

When asked about how individuals would spend a personal care budget, three groups of responses were identified:
· Those who did not feel that they needed or were justified in expecting further financial support.

· Those who would appreciate further financial support, but could not identify specific items/services that would improve their lives.
· Those who did have views on how they would spend a personal care budget most frequently mentioned transport (taxis), reading, cleaning, someone to take them out, and computer equipment/software.
Needs of different groups 

Older people

Older people experiencing sight loss face many of the same difficulties presented by ageing to the wider population.  However, many difficulties are compounded by sight loss. Key needs in this age group are transport so that the older person does not become isolated in their own home; someone to accompany the person shopping; social groups; ways of filling time; and help in cleaning the home.  Because many blind and partially sighted people are older, there was some feeling that this group were not given much attention as their disability was put down as simply an effect of ageing.

Younger people

The key issue for younger people is support to lead a ‘normal’ life, which the younger generation with sight loss has been brought up to expect.  For this to be possible key needs include access to employment and transport provision. Many young blind and partially sighted people experience difficulties in accessing leisure facilities, particularly to play sports.  This can be isolating as well as affecting physical health.

Financial support may also be more of an issue for younger people who have material expectations similar to those of their sighted peers. Given the low incidence of sight loss in the general population of younger people there is little social/activity provision for them.
Parenthood also brings specific practical difficulties, i.e. when they have young children they may sometimes feel isolated from other young parents.  They may also experience guilt in that they are unable to carry out some activities with their children or, for example, to help with their homework or teaching them to read. 
Gender

Among older interviewees, men often appeared to be more frustrated and found it more difficult to occupy themselves than women.  It is suggested that good personal relationships helped the women face their difficulties.  Women were more likely to emphasise what they could do and any new things they had learnt or new people they had met following their loss of sight, while more men emphasised the negatives. 

Ethnic minorities

Within the sample of participants in this study, some key informants and interviewees from minority ethnic groups suggested that Asian parents, in particular, may want to do everything for blind and partially sighted children, meaning that they do not develop life skills themselves. This protectiveness, of course, may also apply to many parents and carers among the general population.  It was also suggested that older Asians experiencing sight loss were particularly likely to find it difficult to access information because of language barriers and lack of IT skills.  Interviewees reported that older Asian and Afro-Caribbean blind or partially sighted people were particularly likely to be isolated at home.  Better information on services available to those with sight loss could usefully be provided to societies catering for Asian elders. In addition to these concerns, it is important to note that ethnic minority groups share many of the same needs and experiences of the general population. Furthermore, the opinions shared by those individuals included in the sample may not be entirely representative; however, their proportion in relation to the total sample is similar to the proportion of ethnic minority groups nationally (research sample = approximately 9%; population sample = 7.9% as stated in the 2001 Census). 
Additional disabilities


A number of interviewees had other health problems, some related to their eye condition, some unrelated.  Their visual problems exacerbated their difficulties in dealing with other health problems, partly because they already have issues with mobility and because they cannot readily access information about their condition or read instructions they are given.  Service providers tend to concentrate on a physical disability rather than on the limitations imposed by sight loss. Particular difficulties were also experienced by those with mental health problems or learning difficulties as well as blindness and partial sight.

Children

While all the children interviewed were encouraged to be as independent as possible, parents had serious concerns for their safety when out alone.  Throughout the children’s upbringing there was a careful balance to be drawn here. Guidance could usefully be provided to parents concerning taking their children out locally and introducing them to local landmarks.



Although adapted educational materials were widely available, children experienced difficulties with the sheer size of books in Braille or enlarged text.  In particular it was difficult for young children to carry reading books to and from school.  In some cases children were reliant on a teacher photocopying a text in a larger size and difficulties could be experienced with quality.  Music was a popular pursuit but more adapted versions of difficult pieces are required.



Some children did not want to ask for additional materials or assistance as they were concerned about being a ‘burden’ and about appearing ‘different’.  This was also experienced where specialist equipment was used, such as magnifiers, laptops and sloping boards, and these had to be carried around.

Some technologies presented problems for children at school, such as glare from white boards and inability to see overhead projected materials. Different children worked well with various items of equipment suited to the different ways in which people learn. It would therefore seem that children and young people need to be consulted about the value and use of different pieces of equipment rather than assumptions being made about their ‘needs’.



Although learning support was provided, it was clear that some older children sought the opportunity to work on their own. The teaching support needs to be sensitive to children not wanting to feel different, offering the appropriate level of support that children are comfortable with, but also having the work ready so that students do not have to ask for help.



While test papers and conditions were adapted for those with sight loss, this could serve to make them feel more isolated.  Some continued to cope poorly with tests, possibly because of time restrictions.  More research in this area would be valuable to maximise the potential of students experiencing sight loss.

A concentration on ball sports presented difficulties for participation by blind and partially sighted children.  Some adaptations were available, but non-ball activities such as gymnastics and fitness were more popular.



The playground presented physical and social challenges for blind and partially sighted children.  Some schools had strategies in place such as playground leaders, and a number of children had a special friend who helped them.



Children had been presented with a wide range of opportunities to take part in physical activities outside school.  Swimming was the most popular and also assisted those children with co-ordination difficulties.  There were, however, difficulties in joining activity groups for blind and partially sighted people as they were often insufficient local groups. Leisure activities particularly included computers, reading and watching sport/theatre (with appropriate facilities). Social limitations began to emerge as they grew older, based on limited independent mobility, although technology supported social networking.

Key informants

To a large extent, the views of key informants (in organisations providing services to blind and partially sighted people) were similar to those of the blind and partially sighted  interviewees themselves, with respect to the need for, and provision of, support and services.  However, differences in emphasis included the following:



Key informants suggested that providing someone newly diagnosed with an eye condition with a blind or partially sighted contact would be a useful means of giving support.  However, some blind and partially sighted interviewees cited a few instances where such a contact could have a negative effect on morale if that person was not coping well.  Very careful selection in any such contacts is therefore required.



While key informants noted the need for someone to read documents, etc. to blind and partially sighted people, they did not identify the privacy issues that this raised and that were clearly very important to many blind and partially sighted interviewees.


Some services were mentioned by key informants as being available in at least some areas, but not specifically noted by any blind or partially sighted interviewees, suggesting that their use is not widespread, for example: helplines, hospital visiting, or a shopping service that actually takes someone shopping.
Some key informants expressed a view that when someone has experienced sight loss for a long period it is unrealistic to expect them to re-enter the competitive employment market place. However, many blind and partially sighted interviewees of working age remained hopeful that they would eventually obtain employment and were very active in pursuing this goal.  Facilitating this should therefore remain a key objective for all agencies working together.

Several key informants stressed a need for ‘one stop’ resource centres to enable those with sight loss to access information and services.  However, it was clear that many blind and partially sighted interviewees would continue to have difficulties in accessing such a centre due to limitations in available transport and in individuals’ confidence.


While a number of key informants noted a need for social inclusion of those with sight loss, only a few insightful and articulate blind and partially sighted interviewees voiced such a need, although others clearly felt a degree of exclusion from the sighted world.  Some blind and partially sighted interviewees were however content with the limited social milieu in which they operated and did not seek wider social involvement.


Carers

As with the blind and partially sighted interviewees themselves, their informal carers stressed the importance of independent mobility in improving the quality of life of their blind and partially sighted relatives, as well as in providing some respite to the carer from always having to accompany them.

Carers noted a tendency for both wider family and outside services to assume that if the blind or partially sighted person lived with someone sighted, particularly a spouse, there was little need for any further support on an ongoing basis.  However, this puts great pressure on the spouse who may be frustrated by the tasks they have to do and hence the limitations on their own life.

As the blind or partially sighted person may be heavily dependent on a partner or family member for everyday support, the health of that carer is an important issue, especially as they grow older. This can be a source of considerable anxiety, particularly when travelling outside familiar environs. 



A partner or parent may be constantly concerned about the safety of a blind or partially sighted person, but needs to strike a careful balance between providing support and helping the person with sight loss to retain what independence they can.



There is a need for information provision and support for carers themselves, to help them to provide the best possible support, and to deal with their own emotions and frustrations.  To some, caring for someone with sight loss poses a serious limitation on their own lives, particularly when the person cared for is particularly dependent.  This pressure is especially felt among those whose partners had lost their sight later in the relationship.

Parents

There is a need to improve support for parents in the early years, particularly immediately after diagnosis, and particularly to improve information and signposting. Clarification of Disability Living Allowance is required, particularly in the early years.

Parents find it difficult to know what support and services are available and what their child is entitled to. One suggestion is that an advocacy service for parents be developed to help them through these difficulties.  It is also helpful if parents are able to contact others in a similar situation.  A checklist of services and processes to be followed would be helpful e.g. apply for statement, check benefits, contact organisations.

Parents had had mixed experiences with the statementing process, with a number having had difficulties in obtaining a statement or in getting this altered.  It is recommended that ways be explored to make this assessment for statement of educational need a positive experience for families.

Clarification is required as to the ‘eligibility’ of a child with sight loss to an assessment even if the child is currently managing in mainstream, to explore whether the child would have a greater opportunity to fulfil potential with extra support/resources. It is suggested that a checklist of considerations be incorporated into the statement, additional to learning objectives, e.g. mobility, independence skills.

Parents need to know about organisations that can support them, currently this requires research on the part of each parent and learning by word-of-mouth.  Improved coordination of information between professionals would assist this.

Further support needed

More support needs to be provided at the time of sight loss or a diagnosis of sight loss, while recognising that an individual may be unable to absorb all the information at this time.  Hence there is also a need for continuing information about support and services available.

 


There is a need for different organisations dealing with blind and partially sighted people, particularly in the voluntary sector, to work more closely together to provide better coverage, but less overlap, of services.

Areas of life where further support would be valued included the following:



Transport and mobility training.  These interlinked needs were not fully met for most people, unless assisted by sighted family members.  They impact on an individual’s ability to access many different areas of life including employment, education and leisure activities.  Provision of a bookable ‘walker’ service would be valued. What is needed is not simply someone to do shopping for a blind or partially sighted individual, but rather someone to shop with them.  This addresses not only the need to shop, but the need to get out as those with sight loss can become very isolated.

Assistance with cleaning and other household tasks such as cooking, plus training in how they could best carry out these tasks themselves.

Counselling/emotional support – particularly at the time of sight loss, but this may also be required at a later stage as the full implications of sight loss are felt.

Social support to enable those with sight loss to meet other blind and partially sighted individuals, but also, particularly for younger people, to meet their sighted peers.

Availability of specialist equipment at lower cost, especially related to computers, reading and mobility.

Greater use of text on websites, and documents provided in Word rather than .pdf files so that it can be read by specialised software and then be manipulated, if necessary, by blind and partially sighted people.

Support for those considering starting a business.  Access to Work assistance can only be obtained once someone is registered as self-employed.
Disability benefits should acknowledge the serious mobility limitations experienced by those who are blind or partially sighted, even though these are not physical.  The application forms are geared towards those with physical difficulties and fail to acknowledge the breadth of the difficulties suffered by blind and partially sighted people.

Access to holidays that give thought to the experiences that those who cannot see would most enjoy.

Support to play sports, e.g. a sighted companion for golf. Without this support, sight loss can result in an unhealthily sedentary lifestyle.

Activities with sighted people both helps those with sight loss and broadens the sighted person’s perceptions of disability.  A centre used by sighted, blind and partially sighted individuals would help to achieve this.

Greater awareness among the general public of the difficulties experienced by blind or partially sighted people and how small considerations can greatly affect their safety and ease of movement.

Possible need for specific services identified

Hospital visiting

For general hospital admissions (i.e. not eye condition related) it would be useful to keep in touch with patients, particularly in order to be able to assess their needs for additional support on discharge and to monitor these in practice.



Support for blind and partially sighted parents of very young children

This is needed to enable to them to deal with the practical issues of parenting very young children and also to assist in providing support to the children, for example with homework and reading.


Support and information for parents of blind and partially sighted babies and very young children to assist them in knowing what they can expect in terms of the impairment and in terms of support available, particularly with respect to aids and education.

Greater appreciation of the needs of those with complex difficulties e.g. other disabilities, including learning difficulties.

More support for carrying out small tasks in home, e.g. changing light bulbs, adjusting TVs and computers.

Specific services to help younger people to establish themselves in a home of their own.  Such an agency existed in at least one area, but this support was not reported as being widely available.

Internet usage is crucial for all those who have computer access.  Hence the creation of email lists to deliver information electronically would be an efficient dissemination mechanism.  There are already many internet groups for blind and partially sighted people and providing information to these groups about support available could help to maximise its usefulness.


More audio information in public places such as GPs’ surgeries.

More audio-described cinema showings.

People more widely available to go through routes with blind and partially sighted people, whether this be walking or taking public transport.  Once a person realises they know where to go they are often able to do so alone.



Awareness raising and training for employers, so that they become aware of what blind and partially sighted people can do, rather than focusing on the difficulties.  RNIB could be more proactive in this.

This study was essentially qualitative, albeit with a larger sample size than most studies of this nature.  Hence recommendations are indicative rather than conclusive.  It highlights a number of areas where more detailed research would be of value:



Minority ethnic groups – more detail on the different cultural expectations of different groups and how these are changing over time, particularly with the different generations.



Children – a larger sample would allow more detailed examination of educational, social and emotional needs at different ages.



Young people entering work and seeking to live independently.

2. 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.  Video footage will be available to RNIB for presentation purposes.

This report is comprised of a number of sections: Section 2 outlines the methodology used and the sample interviewed; Section 3 provides a review of the relevant literature; Sections 4-8 provide the detailed findings.  The Appendices include case studies, accompanied journeys, and the questionnaires and topic guides used throughout the research programme.
Research Objectives
The overall aims of the research, outlined in RNIB’s Brief were:

· To gain a detailed understanding of the experiences, needs and expectations of blind and partially sighted people from their own point of view. 

· To explore the ways in which blind and partially sighted individuals can be supported in order to lead independent and fulfilling lives.   

· Specifically, to explore (i) the ways in which needs change over time, and (ii) the ways in which the varying conditions that lead to sight loss impact on the individual: for example, differences between gradual and sudden loss of sight.

Note:

Throughout this report the terms ‘blind’, ‘partially sighted’ and ‘sight loss’ are generally used.  However, where organisations and individuals used different terms, for example, visual impairment, these have been quoted directly.  Furthermore, the terms in the literature review are as used in the papers referenced. 
3. Research Method and Sample

The research into understanding the needs of blind and partially sighted people involved a qualitative in-depth approach, involving those who are themselves blind and partially sighted, carers/family members, and key informants. 

Approach taken

The interviews adopted a sociologically-informed approach to both the collection and analysis of the data. Narrative analysis recognises that an individual account is the outcome of a process in which people engage in ‘story telling’ which produces narrative-like accounts of their lives (e.g. Bruner, 1986; Plummer 1995; Rosenweld and Ochberg, 1992); this is especially effective if the individual has undergone trauma or experienced a significant life-changing event. The approach is a universal practice which enables the teller to construct and identify significant events in their everyday lives, allowing them to link the “past and present, self and society” (Riessman, 1993). This is an effective way to gain insight into the lives of those who are blind and partially sighted.

The research approach also involved customer mapping to allow the interviewees to describe their experiences, focusing on services received and their responses to them.  The analysis has provided information on needs and expectations. The aim of mapping has been to establish ways in which improvements might be made to service delivery to ensure that customers gain a positive outcome. It enables organisations to gain a good understanding of their customers’ or clients’ points of view and therefore target support or services appropriately and effectively. 
 

Qualitative Method

This involved:

· Focus group discussion;

· In-depth interviews;

· Case studies;

· Accompanied journeys. 

Key areas of questioning included:

· condition/level of sightedness/degree of sight loss;

· general health issues/other disabilities;

· background including education and employment (if relevant);

· life stage/family situation;

· previous and current level of support (formal and informal);

· level of satisfaction with support provided;

· gaps in support;

· suggested improvements to support;

· educational and leisure needs/what support is required;

· financial or other needs required to pursue interests;

· support given to those in employment or seeking employment;

· expectations for the future;

· sources of information and advice used/would like to use;

· how individuals would spend a personal care budget if given the opportunity.

In all cases, open-ended topic guides were used (see Appendix 4) which enabled interviewees to express themselves in their own words and to introduce further aspects important to them.

The study commenced with a small pilot study which allowed the topic guides and general approach to be refined to ensure that all key areas were included.

Sample details

Sampling

The sample was gained via a number of methods, including: RNIB, Guide Dogs for the Blind, Partially Sighted Society, support groups, local authorities, care homes, day centres, and word of mouth (see list of key informants for full list).

In-depth interviews with blind and partially sighted people  

A total of 83 blind and partially sighted people took part in the study, plus 10 children aged between 5-15 years (full details of the sample included in the Appendix 3).  

	Gender

	Female
	46

	Male
	37


	Age Ranges

	16-24
	10

	25-34
	10

	35-49
	15

	50-60
	13

	61-74
	18

	75+
	17


	Level of sightedness as reported

	Blind
	49

	Partially sighted
	34


	Employment status

	Full-time
	19

	Part-time
	  1

	Self-employed
	  2

	Unemployed
	  8

	Retired
	32

	Student
	11

	Volunteer
	10


	Geographical Area

	South-East
	58

	North/North-East
	16

	South/South-West/West
	  9


The sample included individuals registered as blind and those registered as partially sighted, as well as some unregistered interviewees.  The sampling approach ensured that people not known to formal services were interviewed as well as those in receipt of services, but there remain those who have undiagnosed eye conditions but who may also be in need of support. 

The sample includes individuals with a wide variety of diagnosed eye conditions: 16 respondents have had sight problems since birth; 10 have retinitis pigmentosa; 9 have a form of macular degeneration; approximately 7 respondents have had some form of cataract, one person who has the rare condition, blue-cone monochromatism, and 2 respondents have lost their sight through an accident. More specified conditions have been detailed in the sample chart provided in Appendix 3. 

Thirty-eight respondents had other disabilities or ailments in addition to their sight loss. Some respondents felt these compounded their visual problems more than others. Ailments include cancer, deafness, anxiety, depression, diabetes, and mobility issues. 

Furthermore, 10 interviewees from minority ethnic groups within the sample provided insightful information on cultural differences in awareness, care, and support. Ethnic origin was self-reported. Details are as follows:
	Age
	Gender
	Level of sightedness as reported
	Employment status
	Ethnic origin

	16
	F
	Blind
	Student
	Pakistani-British

	19
	M
	Partially sighted
	Student
	Pakistani-British

	24
	M
	Blind
	Student
	Iraqi

	28
	M
	Blind
	Unemployed
	Pakistani-British

	31
	M
	Blind
	Full-time
	African

	34
	M
	Blind
	Full-time
	Sri Lankan

	38
	F
	Partially sighted
	Student
	Mauritian

	45
	F
	Blind
	Full-time
	Zambian

	53
	F
	Blind
	Retired
	Afro-Caribbean

	66
	F
	Partially sighted
	Retired
	Sri Lankan


In addition, 10 interviews with young children (accompanied with parents) were conducted to obtain perspectives and challenges experienced by sight loss in youth: 

	Age
	Gender
	Level of sightedness as reported

	  5
	M
	Partially sighted

	  7
	F
	Partially sighted

	  9
	M
	Partially sighted

	  9
	M
	Partially sighted

	10
	F
	Partially sighted

	12
	F
	Blind

	13
	F
	Partially sighted

	13
	M
	Partially sighted

	15
	F
	Partially sighted

	15
	M
	Partially sighted


Interviews with carers/family members

Eighteen interviews were conducted with carers, these included spouses, and parents of young children and adults.

Case studies 

Ten interviewees were chosen to be re-interviewed a second time in order to examine their experiences and views in greater depth over a period of time. Please note: The names given in the case studies are pseudonyms to protect the identity of the respondents.

A wide variety of respondents were chosen for case studies aged between 23 to 87. The sample comprises 6 females and 3 males, 2 of which are from minority ethnic groups. Their situations and life stories provide a range of perspectives regarding their sight loss.

Focus group
Mini group with five attendees at Eastbourne Blind Society (mixed gender, all 65+)

Professionals/stakeholders interviewed
Twenty-two interviews with representatives of organisations dealing with blind and partially sighted people – list of organisations shown in Appendix 5. 
Accompanied journeys
Researchers accompanied 10 blind or partially sighted individuals on journeys in their local area. The majority of the participants were female. The age range is 40-71. 
A variety of situations and areas were negotiated. Within, the participants identified difficulties they experienced travelling in their local neighbourhood, around a shopping centre and a high street, and around a town undergoing extensive building work and renovations. Some of the participants described positive adaptations and how they successfully complete everyday tasks; including a demonstration of adaptations made within a work environment and in the respondents’ own kitchen. 
4. Literature Review

‘Although at first sight it might seem fairly straight-forward to devise intervention programmes to train parents and teachers in appropriate modes of responding, this has proven to be far from straight-forward and not particularly successful.’
The above quote is an excerpt from a report by Collis and Lewis (1997) in which the authors conclude that it is very hard for a sighted individual to identify with the needs and problems faced by a blind or partially-sighted person. Their report focuses on assistance for children, but the above assertion’s basic premise is applicable across all ages of people experiencing sight loss.  

The ability to ‘see’ is taken for granted by many. The environment surrounding us is a rich source of visual ‘cues’ which we have learnt since childhood to ‘read’ to enable us to go about our everyday lives. However, partially sighted and blind individuals must learn to adapt their behaviours to live in a world designed by sighted people. 

The opening quote sets a rather pessimistic tone; however, it is clear that the majority of those with sight loss do learn to adjust to living in the ‘sighted world’ satisfactorily over time. (Gillman et al.,1986; Kaarlela, 1978; Kleinschmidt, 1995). For the purpose of this report, ‘needs’ will be defined as: “the lack of appropriate information (to include awareness of eye conditions and the person’s circumstances, access to services, and knowledge of available assistance) on which to base choices which could lead to benefits or services which may improve a person’s well-being” (Tester, 1992). This report aims to determine the key needs through evidence-based research arising from experiences of blind and partially sighted individuals in order to be better able to make the sighted world more accessible to, and support, such individuals and give a more optimistic outlook than Collis and Lewis in 1997.
In a report by Royal National Institute for the Blind (RNIB) in 2001, it is estimated that up to two million people in the UK have sight problems. Research published in 2005 indicates that this figure has not changed (Tate et al., 2005). The Department of Health (DoH, 2003) reports that between 1982 and 2003 there was an increase in those individuals registered as blind from 45,000 to 157,000. At the end of March 2006, individuals registered with sight loss had risen still further to just over 360,000 people, but this includes an increase in the number of people registered as partially sighted. In 2001, RNIB reported that of the estimated individuals with irreparable sight difficulties, 90% were over the age of 60. (However, it should be noted that there is considerably more evidence for people aged 75 and above in this context compared to those below the age of 65.)

There are a huge variety of causes of partial sightedness and blindness. The onset of sight loss can appear at any point in a person’s life, although most people are not born blind (Fitzgerald, 1970). Additionally, the progression of sight loss can be a slow process, deteriorating over time, or it can happen very rapidly. In a study by Fitzgerald, Ebert, and Chambers (1987) looking at 66 adults Londoners aged 21-65 years, three fifths of their subjects had less than a year between onset of symptoms and loss of useful vision, with 35% becoming blind in less than two weeks. Despite the small number of people involved in the study, it demonstrates how quickly visual acuity can decline. However, it should be noted that the process is gradual most of the time. Most of the evidence for deterioration focuses on older people with various eye conditions in which the loss of sight has been a slow process. An analysis conducted by the Office of National Statistics between 1990 and 1991 found that the main causes of blindness in older people was the “degeneration of the macula and posterior pole”, followed by glaucoma, diabetic retinopathy, optic atrophy and cataracts. Causes for partial sightedness were found to be similar. Predominantly, these causes are linked to older adults (Evans, 1995). More specifically, Evans et al. (2002) measured the prevalence of blindness and partial sight in a large representative sample (over 14,000 participants) of older adults aged 75 and over. The range of sight problems across all age groups varies greatly and likewise the experiences and needs will be diverse. For example, increased fragility and likelihood of additional illnesses in older people means that their physical needs, and the assistance they will require, will differ from younger people. Likewise, where children are diagnosed as partially sighted or blind, the parents will require support and guidance and extra equipment, i.e. to aid schooling, will be required, especially if the child has additional disabilities, which could compound their sight difficulty. 

A particularly significant contribution to this area of research, to which this report and subsequent findings is complementary, is the Network 1000 study conducted by the Visual Impairment Centre for Teaching and Research at the University of Birmingham (Douglas, Corcoran, and Pavey, 2006). This ambitious project has, since 2003, aimed to identify the issues blind and partially sighted people experience and identify areas of importance through consultation with 960 registered blind and partially sighted people, and a small subset of key informants who agreed to be interviewed on the behalf of 47 blind individuals with learning and communication difficulties. The issues explored to date include employment and employability, education, life experiences, disability and long-term health difficulties in conjunction with the loss of sight, and their perceptions and barriers encountered in their day-to-day lives. The research is still ongoing. 

The findings suggest that very little progress has been made to satisfy the needs of those experiencing sight loss. The Network 1000 studies show that there is considerable variation in levels of sightedness in registered individuals: ninety per cent of registered respondents could make out shapes of objects (e.g. furniture) but only a tenth felt confident they could recognise a friend from across a road. As noted by Evans (2002), onset of blindness is strongly correlated with age, especially with regard to macular degeneration in people at and beyond retirement age. It is disheartening to report that approximately one quarter of the Network 1000’s sample were not aware of the name of their sight condition; some needed prompting in order to guess. It is evident that improvements need to be made in providing information to blind and partially sighted individuals as to what support is available to them. This is further emphasised if one considers seventy per cent of their sample report having long-term health difficulties such as arthritis and heart problems alongside their visual difficulties. 

A second Network 1000 study has been conducted recently (Douglas, Pavey, and Corcoran, 2008). For this survey, the researchers focused particularly on the experiences of 884 blind and partially sighted people at the time of diagnosis and, relevantly, the support services they had received the year after their registration as blind or partially sighted, and the year prior to being interviewed. Furthermore, they examined the support services offered to the family of the individual.  

Of the total sample, 395 of the participants were registered blind or partially sighted between 1999 and 2005. These individuals were asked about their experiences at an eye clinic during the time they were certified as such. Overall, their responses were quite positive: seventy per cent of the sample was satisfied with the service they received; although it appeared that those of working age were considerably less satisfied (approximately 56% satisfaction) compared to those of retirement age (approximately 72% satisfaction). However, less than half of this sample had received no information about the registration process at the time. 

Significantly, the theme that emerges the most frequently in these participants’ responses is that the quality and extent of support services varies considerably by region in the UK. Eye clinics in particular have different configurations and a number of titles for similar things, e.g. ‘help desks’ and ‘eye clinic support services’.  It was felt that some staff were more sensitive than others, especially in terms of advice and use of medical jargon; this, however, was not restricted to eye clinics. The findings indicate that there are often contrasting experiences which suggests that availability of support services in general differs across the country. Not only that, but there seem to be different expectations on the individual level, which may suggest that each person’s case carries its own complexities and needs that require support services to be sensitive and flexible in order to be effective. 

Indeed, Cox (2008) reported in his study of services for the blind in County Durham that the recurring problems include a lack of emotional support at the time of diagnosis and an evident lack of organisation in providing information and authorities to contact. Within, several recommendations have been made to improve the services blind people receive. The aim of these recommendations is to provide thorough and competent guidance while maintaining a personal attitude towards the blind or partially sighted person; they suggest an ‘Eye Clinic Liaison Officer’ is stationed at every eye clinic that can fulfil these requirements in the first instance. Furthermore, they emphasise emotional support service development, an executive source of information in a variety of formats, and a “no fuss” approach to transporting people with sight loss to the support services they need. These are clearly vital for people recently diagnosed blind or partially sighted; this provides a good basis to which the findings of the present investigation can move forward and develop.  

This report will explore research findings regarding the needs and experiences of partially sighted and blind people at different stages of life: childhood, young/working adulthood, and older adults. It must be noted that since a vast majority of individuals with these sensory difficulties are older adults, and over the next four or five decades there will be a substantial increase in both the number and proportion of older people in most industrialised countries (OECD, 2001), much of the research on blind and partially sighted people focuses on older adults and late-onset blindness, especially regarding environmental needs.  

The current study being undertaken by SSMR is qualitative in approach.  It will explore the issues raised in the research findings reported in this review in depth, specifically from the viewpoint of the individual experiencing sight loss, to include the challenges they face, the support offered to them, the quality of support services, and how these services can be improved to assist them more satisfactorily.

It must be noted that most research in the field has opted to use quantitative research methods. Some in-depth qualitative research is available, but the data gathered is usually from a small sample. Thus, there is very little qualitative research available that gathers the views and experiences of a large sample of individuals with sight loss, to which the present study provides an innovative focus. In addition, the views and experiences of minority ethnic groups will be examined to provide a better understanding of how support services can benefit those from different ethnicities. Most findings reported in this review are of a quantitative nature. The World Health Organisation (WHO, 2002) defines a disability as a “complex interaction between personal, social and environmental factors”. Thus, to address an individual’s needs to aid adjustment to partial or total sight loss we must focus on these three factors. 

Personal and Social Needs and Experiences

The social relationships we have and support networks we build are vital to our well-being (Liang, Krause, & Bennett, 2001). These become of particular importance in helping the adaptation process when dealing with a chronic sensory impairment (Wang & Boerner, 2008). Reactions to a sensory loss, especially sight, resembles reactions to bereavements: people grieve for the loss of something which is part of the inner being (Sharpe, 2002; Percival and Hanson, 2005). In particular, in the short term, people appear to pine for the loss of vision, lamenting that they cannot do certain activities they used to do, i.e. reading, which manifests into anxiety and tearfulness (Douglas, Corcoran, and Pavey, 2006). Later in the ‘grieving process’, this can develop into depression. When social and personal support is not present, this depression can escalate (Fitzgerald and Parkes, 1998). The Network 1000 study shows that a significant number of registered blind and partially sighted people live on their own or are widowed (between forty-two to forty-five per cent), especially in the older age groups (Douglas, Corcoran, and Pavey, 2006). It would appear that a lack of emotional support can have significant personal adverse effects. Loss of sight and the process of learning to adapt is likely to impact upon the social relationships and personal perceptions an individual has of themselves. From articles reviewed here, a key need (that has arisen) is that of suitable social support which helps to strengthen personal attitudes and can encourage increasing self-esteem and the resolve to become more self-sufficient, e.g. knowing that it is possible to prepare your own meal (Fitzgerald, 1970; Scott, 1995).
Experience of loneliness and the need for understanding

Children
There are estimated to be about 25,000 children in the UK who are either partially or totally blind (RNIB source). These children have to cope with development like any other child yet at the same time they also have to learn to cope with learning in a sighted person’s world. A key experience of partial / total loss of vision arising from much of the research reviewed here is feelings of loneliness. 

Priesler (1997) conducted a longitudinal study of 8 children from infancy to age 6 and then a follow-up study at age 10. Observations from footage of the children’s daily lives were made as well as interviews with parents and teachers. At age 5 months, the children’s behavioural patterns were the same as would be expected of sighted peers. However, after this age social behaviour fell behind their contemporaries. In the follow-up study at age 10, some of their social problems had become worse and all 8 children described themselves as lonely. Various research studies in Western Countries has found that students with sight loss attending normal (not specialist) schools have fewer friends, fewer opportunities to socialise and less chance to develop their interpersonal skills compared to sighted contemporaries (Hurre and Aro, 2000; Hurre, Komulainen, & Aro, 1999; Kef, 2002; McGaha & Farran, 2001). It has been argued that this experience of loneliness is due to lack of visual cues to read the emotions and intentions of those around them. Non-verbal cues (i.e. hand gesticulations, facial expressions, etc.) play a vital role in everyday communication.

Another key factor which can lead to social isolation of blind and partially sighted children is the perceptions of those around them. Typically, it takes more than a year to learn the Braille alphabet which is considerably longer than it takes sighted children to learn the alphabet (Harris and Barlow-Brown, 1997). Also, in order to follow the curriculum, children experiencing sight loss often require specialist equipment such as audio machines, large font materials and computers which has been shown to lead sighted peers to incorrectly believe that they are more intelligent than children with visual difficulties (Kekelis, 1992; MacCuspie, 1992). 

This highlights the need for understanding by all those in a blind or partially sighted child’s environment. For example, in learning the alphabet, sighted children are immersed in opportunities to learn: in school and at home (e.g. reading, television, etc.) whereas children with sight loss are restricted to in-class learning. In addition, they are relying on the sense of touch which is less well developed than sight. An understanding of this could reduce the risk of misguided perceptions of sighted peers and thus reduce social isolation. Priesler (1997) points out that adults can hinder social development as they are not sensitive to things such as a blind or partially sighted child’s use of hand gestures in conversation. Overlooking these cues makes conversation harder between a child with sight loss and a sighted adult and hinders future attempts at communication.

In a study by Murphy, Hatton, and Erickson (2008), it was found that teachers of young children experiencing sight loss predominantly opt to endorse early attachment to parents and provide early support to families in teaching literacy skills over the use of assistive technology. This demonstrates the primary importance of socialisation in the education of blind and partially sighted children.

A charter for families with blind and partially sighted children was developed through the research of Fielder, Boulton, Clegg, and McDonald (2005). Through surveys and in-depth interviewing of families throughout the UK, the charter details the rights of the child and the family. Within, it emphasises that each case is unique and respect should be disclosed at all times. The parents should be kept fully informed about their child’s condition at all times and they should be guided to adequate and suitable care services whenever possible. Essentially, the charter aims to ensure that “you and your child will have access to the same range of opportunities and life experiences as other children and families” (p.124).

Older people
Feelings of loneliness and isolation are not restricted to children with sight loss, but have also been shown in studies of adults and older people. Percival and Hanson (2005) looked at social exclusion of people aged 55 or over, defined as “the perception or experience of having needs that, if unmet, marginalise and further disadvantage people with visual impairments.” It was found that over half of the interviewees yearned for more social contact and statements such as, “I’m longing to hear a human voice” were common with some people taking the more stoical stance saying, “Oh, I think every blind person gets isolated.” Again, the need for understanding is flagged up in research. In particular, this social support must come from not only family and friends, but professionals (i.e. GPs, ophthalmic clinics, etc.) too. 

In the professional domain, research carried out by RNIB (Nelson, 1999) found that 83.3% of individuals surveyed who were attending eye clinics said that they had not been offered any emotional support from a professional resource. As mentioned earlier, loss of vision often results in emotions associated with grieving, yet eye clinics often neglect these feelings and thus patients do not receive any, or only limited, support services (Percival, 2003; Percival and Hanson, 2005). This encourages the perception by blind and partially sighted older people that they are being treated by the medical profession simply as a ‘physical disability’ and not as an emotional, social person which can further impact on feelings of isolation. It would seem that this perception is not limited to the medical profession, but other institutions and professionals as well:

‘They’re [social services] coming because I’ve been registered as partly blind... I’m hoping it’s someone who’s not just coming to see me because of the eyesight but it coming to see me because I have difficulties as a citizen.’ (Mr. Ward, Percival and Hanson, 2005, p194)

The need for understanding from family and friends is just as great. A lack of understanding from families can stem from reluctance in older people with sight loss to express the problems and difficulties they are facing. The “fear of having no one to talk to” (a fear held by 40% of interviewees in a study by Baker and Winyard conducted in 1998) can lead to extreme feelings of isolation. This reluctance to talk to family is often associated with feelings of anxiety or a desire not to “burden their family” (Percival and Hanson, 2005) any more than they feel that they have.  This mental attitude is not recognised by professionals and thus is often left unaddressed in visual loss rehabilitation programmes. In fact, it has been suggested in the second Network 1000 study (Douglas, Pavey, and Corcoran, 2008) that the lack of understanding from the families’ perspective may be due to support organisations not offering their services to them. Eighty-seven per cent of families had not been offered any support to assist their relative experiencing sight loss. Furthermore, further examination by age indicates that older people’s families are far less likely to be offered support. 
Wang and Boerner (2008) found that with regards to life goals in young and middle-aged blind and partially sighted adults, loss of vision interfered with relationship goals and there was a priority to improve personal relationships. This is a goal that older adults also appear to have (Reinhardt, Boerner, & Benn, 2003). The need to re-establish ways of relating to others and problems with support are the two main challenges identified in research reviewed here. Similar to the main problems faced by children experiencing sight loss, these challenges stem predominantly from a lack of visual cues in social interactions and a lack of understanding from others about the repercussions of having visual difficulties (Wang and Boerner, 2008).

Lack of understanding can result in social undermining and negative support characterised by insensitivity, anger, impatience and over-protectiveness (Ruehlman and Karoly, 1991). Little knowledge on how and when to help by family members can leave individuals struggling for independence. This affects not only older people whose families overprotect due to safety issues surrounding sight loss and increased fragility in older people (Horowitz et al., 1998), but also young and middle-aged people who strive to get an education, find work, a partner, start and maintain a family; all such behaviours can be hindered by overprotective family and friends (Nurmi, 1992). Often concerns over safety prompts family members to place limits on their relatives’ activities which can cause conflict and put a strain on their relationships (Thomas Pocklington Trust, 2008). Depression has been found to be associated with over-protectiveness of older adults (Thompson and Sobolew-Shubin, 1993) and successful adaptation and coping is also stalled by such behaviours (Cimarolli, 2002).

Addressing personal and social needs

Nearly all research reviewed here suggests the addition of emotional support to rehabilitation programmes and an increase in accessibility to peer support groups would help to address the needs highlighted by the experiences of individuals that have lost their sight (Percival and Hanson, 2005). The support provided should not only focus on educating individuals directly affected, but their friends and families too. Kleinschmidt (1996) describes an Orientation to Vision Loss Programme which seems to cover all the important areas and needs stressed by research. Not only does it offer a method by which personal relationships can be improved, it also provides a social network on which people can draw when needed. Similarly, peer support groups can provide a place to communicate with like-minded people and provide personal and social support to stop feelings of isolation. Provision of such services has been found to result in reduced feelings of depression, anxiety and stress and encourages resolutions to be more confident and independent across all age groups (Beer et al., 2006).

Environmental Needs and Experiences

Environmental needs and experiences are inextricably linked to social and personal needs. Improving the environment in which a blind or partially sighted individual lives can improve the mental attitude of the person and as they learn to cope this can help social relationships gain strength. Two key themes have arisen from the research reviewed here: assistance for living in the home and coping with alien environments and access and availability of information. 

Assistance for living at home

Older people were found to have increased difficulty in cooking, bathing and personal care, as well as mobility compared to sighted contemporaries (Jarvis et al., 1996). RNIB’s ‘Lost Vision’ report found that almost half of people experiencing sight loss cannot cook for themselves (Beer et al., 2006). Indeed, the most frequently reported household tasks that were deemed challenging were preparing meals and household cleaning (Douglas, Corcoran, and Pavey, 2006). Many blind and partially sighted people need to gain a level of independence; however, depending on the severity of their vision loss they often require assistance. Bramley et al. (2008) found that vision loss increased the risk of being put into managed care rather than attempts being made to help someone make the transition of adapting to living in a sighted environment in their own home. It has been shown that aid in small tasks (e.g. changing a light bulb) are far more valued services than someone taking over all household tasks (Raynes et al., 2001; Thomas Pocklington Trust, 2000). Assistance which allows the individual to remain in control and assert independence provides positive support and avoids becoming overprotective, negative support. 

Assistance regarding safety is also a need evident in research reviewed here. The Audit Commission (2005) reported that 190,000 blind and partially sighted people were admitted to hospital as a consequence of falls in 1999. (Bramley et al., 2008) found that vision loss due to glaucoma significantly increased risk of falls and/or accidents and injury in the home and there was a direct cost burden of blindness during the first year of managed care (Frick et al., 2008). Help making the home a safer place (e.g. labelling containers, to include cleaning products and prescribed medication, etc.) and allow an individual greater freedom and independence in living (Beer et al., 2006) improving their quality of life. 

Douglas, Pavey, and Corcoran (2008) report that many of their interviewees experiencing sight difficulties were sensitive to the contribution their families (especially primary carers like wives and husbands) made to assist them around the home. The interviewees felt that a service could be provided to help their primary carers with practical tasks around the home, e.g. gardening and shopping, as a way of providing respite. Not only that, but such a service could promote independence around the home if helpers could teach them skills in home maintenance. 
Assistance outside of the home

Nzegwu (2005) looked at experiences of the NHS and found that interviewees repeatedly expressed the need for assistance accessing NHS care facilities (GP surgeries, in-patient and out-patient care facilities) and mobility issues faced at such practices (staff were often found to make few provisions for assistance). This research showed the significance of a lack of understanding of the needs and problems experienced by partially / totally blind people which needs to be addressed in the professional domain. 

With regards to working age, blind and partially sighted people’s employment is a huge issue. RNIB (2004) found that 75% of people with sight loss of working age were unemployed. Pavey, Douglas, and Corcoran (2008) found in a follow-up analysis to the Network 1000 study that losing sight at a young age, educational achievement, and subsequent employability seem to be related. In individuals whose onset of sight loss occurred early in their lives, they were more likely to be employed if they had high educational achievement. Conversely, those who had low educational achievement were more likely to describe themselves as “long-term sick or disabled”, thus staying out of employment. The reported employment rate in this study was 40%, which, while a slight improvement from 2004, is still very low. 

The attitudes of employers were found to be the most commonly mentioned barrier to employment (Pey, Nzegwu and Dooley, 2007). Assistance and advice to employers, as well as the potential employees, regarding finding work, training and adapting workplace machinery, equipment and work practices would be greatly beneficial to such individuals and this is a need that is not being met (Beer et al., 2006). Providing such assistance would allow more partially sighted individuals to assert their independence and become more self sufficient which could improve their personal well-being. 

Furthermore, 80% of the participants in the Network 1000 study felt reasonably confident about leaving the house many times per week. Walking was the most commonly reported means of travel, but some would also use private cars, taxis, and public transport to get around. Approximately half of the sample wanted to go out much more than they did currently; they identified personal and social barriers they experienced. These included personal barriers, i.e. directly relating to their sight and their confidence, and social barriers, i.e. general concerns about travelling (Douglas, Corcoran, and Pavey, 2006). While many people are not house-bound, it would be beneficial to identify exactly how to dispel these barriers, such as boosting their confidence and ensuring that information is readily available for even the most “taken-for-granted” services.  

The issue of mobility (a person’s ability to get out and about by themselves) is a key area highlighted by research commissioned by Guide Dogs. In a study of the functionality and needs of 1,428 blind and partially sighted adults (Pey, Nzegwu and Dooley, 2007) over a quarter (27%) of interviewees were not experiencing the minimum acceptable levels of mobility. The authors found evidence that there was a significant relationship between mobility, independence and well-being. Forty-eight per cent of respondents said they had some difficulty in going out by themselves. Thirty-eight per cent had received mobility training (e.g. long cane training) yet the need for further follow-up training was high. In another study which focuses on the functionality and needs of young blind and partially sighted people (age 0-23 years) by Nzegwu and Dooley (2008) the same need was identified. In young people a lack of mobility was identified as a key barrier to socialisation, with 38% reporting not going out as much as they would like to. Seventy-five per cent of the parents interviewed reported that their child would benefit from further mobility training. The parents supported findings from the young people’s survey noting that independence is strongly related to happiness, confidence and mobility. Theoretically, therefore, provision of information on mobility training and access to further training could increase confidence and independence and reduces the need for assistance in and out of the home across all age groups. However, it should be noted that there is a lack of good research examining the outcomes of those who have received mobility training; thus its effectiveness cannot be ascertained with confidence at present. 

Access to Information

‘Patients and their carers are increasingly interested to learn more about their condition, the treatments they are undergoing, and the likely outcomes, as well as needing information to support them in day-to-day living with long-term conditions and in helping them access health and social care services.’ (NHS Executive, 1998)

Provision of relevant information regarding not only medical information, but also details and advice on daily living, rehabilitation and support groups is clearly demonstrated by the above excerpt and should be the focus of Government initiatives (Beverley, Bath, & Booth, 2004). However, the provision of such information was found to be inadequate by Nzegwu (2005). In more than one study it was found that information was not provided about patients’ condition and often if any information was provided it was in an unsuitable format with little or no choice offered to the patient (e.g. Braille, large font, etc.) (Nzegwu, 2005; Beverley et al., 2004). In Pey, Nzegwu and Dooley’s 2007 study, over half of the interviewees reported being unable to get information they required in their preferred format. Furthermore, in Nzegwu and Dooley’s 2008 study, most of the parents interviewed reported that insufficient information and support was given at the time of their child’s diagnosis regardless of who informed them, i.e. the eye doctor, GP or some other professional. Douglas, Pavey, and Corcoran (2008) extend this lack of information and understanding to the entire family. Their participants felt the practical understanding of experiencing sight loss was clearly lacking amongst their own families. Campbell (2005) found that some patients had been told by an optician or ophthalmologist that “nothing could be done to help them” with no suggestion or advice on available support services. In addition, research commissioned by Thomas Pocklington Trust (Thetford et al., 2009) emphasises this point still further as their interviewees reported leaving eye clinics with an inadequate understanding of their condition and the support available to them.  Patients were given the impression that they were solely responsible for seeking out support once discharged from medical institutions. Clearly, this is a serious problem in current support service structures and needs to be addressed immediately.  

Information on available assistive technology and support groups were also found to be lacking in other studies (Moore, 2000; Thame, 2005; Frazer, 2006). The need for more accessible information was clear throughout the research reviewed here. Assistive technology can be very useful in improving the quality of life of a partially or totally blind individual. Pey, Nzegwu and Dooley (2007) found that people expressed an overwhelming desire to know about technology, to be trained in its use and to have access to equipment at reasonable costs. Yet many older blind and partially sighted people say they are not offered information on services or how to acquire such equipment, and those that do gain access to assistive technology are not sufficiently taught how to use such technology, thereby deeming it redundant (Percival and Hanson, 2005). To further emphasise this point, according to the Network 1000 study, the majority of the sample had never used a computer (mainly older participants), yet some of the younger interviewees were functionally competent with computer use. Importantly, just over one third of the sample wanted to use computers more than they did, but identified personal and social barriers that dissuaded them from their use, including confidence in their level of sight and the accessibility of the equipment (Douglas, Corcoran, and Pavey, 2006). Furthermore, often they have had to purchase such equipment themselves rather than being provided them by local care services, meaning that time and money is being wasted unnecessarily. 

In order to improve the state of access to information as it currently stands, Cox (2008) suggests that a compilation of uncomplicated information must be prepared and unified across all service providers in a range of formats, e.g. text, Braille, audio to enhance accessibility and the quality of information. In addition, this ‘information pack’ should be updated regularly and a pro-active measure should be instigated to get this information to people who have recently been diagnosed with sight loss. While the focus of Cox’s study is limited to a single county, it is this degree of thoroughness that is needed in services nationally, especially in the early stages of ‘being a blind person’ where they are at their most vulnerable. 

Addressing Environmental Needs

The lack of information and inappropriate assistance being provided to help someone who has lost or is losing the ability to see is a need that desperately needs to be met. In the professional domain, more needs to be done to meet the requirements of such individuals and information needs to be provided not only to patients but to primary carers/friends and family in order to increase an individual’s quality of life. This need also applies to other services. A start has been made to try to meet the needs of partially/totally blind individuals; for example, in 2005, Guide Dogs published ‘Enhancing Care Provision for Blind and Partially Sighted People in GP Surgeries: Guidelines for Best Practice’ in which problems such as provision of information and variety of available formats is addressed and encouragement is given to follow the guidelines in all relevant practices. Again, programmes such as Kleinschmidt’s (1996) orientation programme and community-based support groups can be used to meet the environmental needs of people experiencing sight loss which will address the social care needs that the current health and support system is lacking. 

In a similar vein, Thetford et al. (2009) found that registration is central to being able to access support services. While not every blind person chooses to be registered, a significant number of people who go through the process find it difficult to communicate their current personal and social needs and what services would be most appropriate for them. As stated earlier, access to information is extremely limited and communication between agencies responsible for support services is not always thoroughly achieved. Not only that, but this study makes the issue of changing needs over time abundantly clear: according to their sample, the current focus on short-term, time-limited care and support is inadequate. Needs and circumstances fluctuate over a long period of time; perhaps the most common change over time is further deterioration of their eye sight, i.e. as it becomes worse, they have to make adaptations. Hence, ongoing support and following-up blind and partially sighted people’s circumstances is an important focus on support service development. Thetford et al. (2009) urge that more opportunities need to be available in a simplified way to people with sight loss and up-to-date information needs to be offered to them on multiple occasions regardless of length of time with sight loss or whether they are registered or not. 
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5. Detailed Findings – Key Informants
Initial interviews were conducted with 22 key informants working in a variety of organisations and roles to provide services to blind and partially sighted people. These interviews formed part of the process for recruiting individuals to take part in the study.  The interviews also explored the perceptions of the informants concerning the needs of blind and partially sighted people and raised issues to be further explored with those with sight loss.

5.1 Key Needs

Immediate help and information 

It was widely recognised among the key informants that a critical need was for information on available support and services to be provided to people at the point of a diagnosis of sight loss.  This is the point at which people may be shocked and vulnerable and may make inappropriate decisions if they have little or no support. 

The Sensory Impairment Team informant noted that being in touch with a person when they are just starting to lose their sight often meant they could be more helpful to that person.  Their best source of contacts were felt to be GPs and hospital eye clinics.  Ideally a rehabilitation worker will then visit the person with sight loss, make an assessment, and offer training advice and equipment to enable the person to carry on living independently.  At the heart of this may be the need to build a person’s confidence in their ability to carry out everyday tasks.  The rehabilitation worker is also in a good position to offer information if he/she in involved at an early stage in becoming blind or partially sighted.  

‘If we get them when they are just beginning to lose sight, have difficulty reading, crossing the road, we find that often just one or two sessions with us will solve the problem.’

‘Often people lose their confidence about doing things, we can talk to them and teach them new skills which can boost their confidence and live independently.’

Several respondents noted that there are huge differences in the speed with which people diagnosed with sight loss receive help and support.  A key need is for a holistic assessment of the person’s needs to be made as early as possible.

‘This will determine what kind of future service they receive. I think that is very important.’

It can take a considerable time for Social Services to assess people, and they may not receive any help until this assessment has been carried out.  In a number of areas it appeared that the need for immediate information and support was being provided by the voluntary sector, but this meant that the provision was variable between different areas.

‘Well, I think they need somebody to listen to them really because, when they’re first diagnosed and a lot of people are told there’s nothing they can do about it which is not true, but that’s what a lot of people are told, we try and get in touch with everybody and to get them to come to a group and so they can find there’s a lot of people like them and there are lots of things that can be done.’

‘It’s best if I can get them before they’re even registered as partially sighted or blind because at that stage – get in early – you can show them all these things that are available and hopefully at that time they can still manage large print and things like this so they have got all the information at hand and then, if they need us, they’ve got the number and we can go back if they get deterioration.  I think it’s best at that stage.’

Many individuals may miss out on the support offered by a Sensory Impairment team because people are not aware of this service, including some health professionals who do not make any referrals.  Socially isolated individuals are particularly likely to miss out on available services.  Those living alone are likely to be in need of more support and guidance with regard to services.

One example of the need for immediate support is that many people, having been diagnosed with sight loss, then feel an immediate need to give up their employment.  However, with appropriate support this may not be necessary and experience suggested that it is important that those with sight loss maintain their employed position if at all possible as re-employment may not be easy.

Another example is the need for provision of information at an early stage on possible reactions to blindness and partial sight to reduce the fear felt when unexpected reactions are experienced e.g. Charles Bonnet Syndrome.

‘It can be [scary] for people especially if obviously they’ve never heard of Charles Bonnet Syndrome, they start seeing things, they question their sanity… and obviously a lot of people, because of that, they don’t mention it to anybody, not even their closest family.  I think that’s one of the most important things we do.’

Additionally, it was felt by one interviewee that with regard to children diagnosed with sight loss, support is generally very good from medical and health-related services in terms of informing the parents of the implications of sight loss for the child. However, this interviewee felt that support for the child was not well met. Services should try to make the child know what sight loss will mean to them directly. 

Support to maintain independence

It was argued that there needs to be a focus on assisting blind and partially sighted people to do things themselves, rather than doing things for them, as the latter increases dependency and ultimately decreases quality of life for people who feel they have no useful role.

‘It’s glaringly obvious that even the very oldest amongst them, they are that generation, that wartime generation, where they need their independence, so they don’t want to be as it were interfered with, they don’t want people hanging around all the time.  They need to know that they are still their own bosses as it were and, in order to do that, they need some help and instruction in how to live with their impairment.’

The overall objective of maintaining a person’s independence when they suffer sight loss is addressed by many of the more detailed issues raised by the key informants regarding support.

Transport

A need for transport for blind and partially sighted people was fundamental to accessing support and services, as well as being a factor in education, employment, and the availability of leisure and social activities.  Many blind and partially sighted people have no option but to use taxis, with their expense effectively limiting many individuals’ mobility.  This was felt to be particularly true in rural areas.
Contacts

A number of informants interviewed stressed that those who are blind and partially sighted need to feel that they are being listened to.  They may find themselves extremely isolated by their sight problems if they live alone and need to feel that there is someone they can contact if they have a problem.  Ideally, they would be provided with the phone number of someone they know.  Once again, this was a support service that was being provided mainly by the voluntary sector and hence varied by area.

‘Well, in an ideal world, I think there should be a Social Services back up which enables the old people living alone to have immediate response systems in their houses so, if they’re ill or if they problems, they can contact someone quickly.’

‘This may sound a bit silly, but you go along, you give them a bit of information, or quite a lot of information, but they’ve got your phone number and they know that you’re there and that you care.  To me that’s the most important thing.’

Those with sight loss may find it difficult to leave their homes and hence may limit the opportunity to make contact with other people.  Thus a key need is for support to be given to enable these individuals to be able to access the external environment, and help alleviate their loneliness and boredom: a key problem among blind and partially sighted people.  This is particularly true of older people who make up a large proportion of those with sight loss.

‘They have a need to get out of their houses because many of them, and I interviewed one yesterday who is a new member, he sits - he can’t watch television - he sits watching four walls and though he is married and his wife looks after him, he lives an incredibly lonely life.  And so another need that he has is to get out and have some sort of social interaction preferably with people in the same boat as he so that they can commiserate with each other and learn from each other, you know.  So loneliness is a major problem.’

Social activities help to stave off depression, a common problem among those suffering with sight loss.

‘I think really, I do find that depression seems to be a problem when people get visually impaired and I think keeping in contact and having the groups that we do, the craft group, the line dancing, all these other groups, for our members that’s the important thing to keep them sane as it were and keep them together really.’

Useful support could be provided in some instances to those newly diagnosed with sight loss by being able to speak to someone with a similar condition.

‘You need to speak to someone who’s got a similar condition to you.  Certainly in our members we’ve had people on the phone in tears and what do they do and where do they go and obviously people like Social Services and all the larger charities provide excellent help but I think sometimes it’s nice to have someone on your doorstep or somewhere where you can go and meet people that are local to you.’

Help with reading and household tasks

Dealing with household bills and paperwork is a key issue for those who lose their sight. If someone lives alone they are likely to require either someone to read for them, or, if their remaining sight allows, appropriate equipment to enable them to read items received through the post.  This contributes to their independence and, importantly, to their perception of themselves as an independent person, by enabling them to continue to manage their own household affairs.

Allied to this is the provision of appropriate assistance and/or equipment necessary to enable a blind or partially sighted person to continue to be able to carry out basic household tasks, including preparing drinks and food.

Equipment provision 

The provision of specialised equipment can go a long way in assisting independence in everyday tasks including paperwork.  Such equipment includes computers, phones, clocks, household gadgets and readers.

‘And they need equipment, sight equipment.  Ranging from the very simplest things like readers, basic readers, and proper light sources.  Some of them – and it’s a mistake to think they are all poor because in our club they vary right across the whole spectrum - some of them don’t have two pennies to rub together, others are quite well off; they need to be able to read or to be able to make maximum use of the bit of sight that they have left if they’re simply impaired and not totally blind.’

Training in using computers was considered very important by many of the key informants, with the recognition that this needs to be specialised training.  However, computer training may be costly, as may the equipment itself; the high cost of assistive technology was a major issue for a significant number of the respondents.

‘I think this is absolutely the way forward, computer training for the visually impaired.  One to one computer training.  Yes, it’s very expensive.  I think with a view to rounding out life in general…I’ve noticed a huge difference in those people that haven’t had a computer and then they’ve got one, what a difference it makes to their life.  I mean two of our members in particular are totally blind and really were constantly asking their family and friends to do things for them and are now totally independent, write their own letters, can even order things online.  You know, email people regularly, really living their own life without someone else having to spell everything out to them.’

Need for inclusion

One aspect of promoting independence for blind and partially sighted people was the need for the general public to be informed about sight loss and to be more accepting in terms of their attitudes towards those with sight loss and their willingness to include them in everyday activities.  A couple of interviewees noted the importance of a white cane as a symbol of blindness or partial sight, to inform other people of the person’s disability and hopefully encourage sensitive interactions.

‘Unless you’ve got that huge symbol [white cane] then actually the community, interacting and having citizenship is equally as hard because people presume that you’re able to interpret hazards and obstacles.  But even if you have got a white stick people are so insular today.  It’s very different to how it was I would say 20 years ago; people were sympathetic and would avoid people and now they don’t do as much avoiding.  It’s ignorance really.’

In order to be included in everyday social interactions, those who are blind and partially sighted needed to be treated as individuals and to be spoken to directly by people in social situations, for example, in shops, on public transport, restaurants, and so on.

‘When you’re having that natural social engagement say in the bank or shop and they talk to [the carer] rather than to the individual.  If an individual hands the change over, or hands money over to purchase something, they’ll go to hand it to me or hesitate when it’s the individual [with sight loss] that’s handed it over.  People get frustrated, they won’t give a little bit of time to make a choice.’

This was particularly true for those with additional disabilities, such as learning difficulties or mental health issues.  Those with sight loss and other disabilities should not be protected to the extent that they were prevented from taking part in everyday activities, or going out alone, they should be allowed to make their own choices, even when living, for example, in a residential home.

‘We shouldn’t protect people who have visual impairment or a learning disability or physical disability, we have to listen to what they say.  If you want to go bungee jumping and you know the risk, you make that informed choice.  It’s a case of just somebody with a visual impairment to go and get on the bus on their own or do they cross the road on their own…’

Most important among these needs
· Maintaining independence

· Inclusion in society with an understanding of people’s needs, but not being treated as different.  This needs to involve offering help where appropriate, but not being patronising.

· Help to get a system in place that enables people to deal with household paperwork, and basic household tasks.

· Accessing places, being able to get out of the home.

‘Probably support for their daily living and their social activities and things so as to help to prevent them becoming socially isolated.  Mainly again things like making sure they’re OK with their household bills and things like that and, if their visual impairment is deteriorating or anything, just to make sure they can manage in the kitchen.’

Needs not well met
· Those who have physical disabilities as well as sight loss, particularly older people

· Those with learning disabilities as well as a visual difficulty

· Help/advice often not available early enough

· Needs are highly individual, should be dealt with on an individual basis

· Assessment (Social Services) needs to be face-to-face, in-home

· Financial help with equipment – availability and access

· Awareness among the general public of the needs and rights of blind and partially sighted. One example of this was the common refusal of shopkeepers to allow in guide dogs, even though they are allowed by law.

· Employment issues - these were a key area for all those of working age and presented particular difficulties. 

5.2  Long term vs. recent sight loss

Key informants noted that many of those who have had a long term sight loss will have attended specialist schools, and may have been given appropriate training for certain jobs. They are likely to have friends who are also blind or partially sighted. They are also likely to have been introduced to the available technology to help them cope with everyday activities.  They may well have greater confidence both in using technology and in moving around their environment.  Confidence is likely to increase with the length of time a person has experienced sight loss as they learn to live with their condition and become more familiar with relying on other senses.

‘They have a good network of other blind friends, they are cultural blind and have been in the blind community for a while. The world is their oyster, they play tennis, travel.’

It was widely agreed by key informants that those newly diagnosed need particular help as they do not have this background of building confidence over time.  Informants stressed the psychological as well as the practical support issues for those with recent sight loss. There may be considerable anger when sight loss is experienced, especially among young people.  

‘They vary in what their demands are.  Some of them, I’m afraid give in to it and just sit back and wait for other people to help them, others come out and actively look for help as soon as they recognise that they are going to be in trouble in the future.  And so you’ve got the two types, the group that’s learnt to live with it and has had a reasonable amount of help in living with it, and those who are newly diagnosed who need as much help as we can give them.’

‘It is harder when someone has recently lost their sight. I think it is harder because they know what they are missing and they are angry…particularly for young people.’

Some informants noted the particular difficulties of those who have lost sight suddenly with no opportunity to come to terms with their sight loss over a period of time.

‘There are a lot of issues that they are dealing with what they need the support with.  Their life has changed, they’re unable to do the things that they could do before, their sight has changed; they no longer have their sight.  There’s a lot of bereavement that goes along with that so we have to work completely differently.’

‘You get people who have had that injury and visual impairment and try and do things as they were doing it before and find it very, very difficult to receive support because before they could have made a cup of coffee and now they’ve got you next to them telling them how to make a cup of coffee and that is a very, very hard thing to deal with whereas people who have been congenitally blind or have long-term eye conditions are used to it, they’ve always had that support.  So to go from being independent to needing support is very traumatic for some people.’

However the acute needs of those with very recent sight loss should not obscure the ongoing need for support over time.

In general, the support services needed by those with long term sight loss and those with recent sight loss were viewed as being similar, but attitudes towards the services may well differ.  For example, those with a deteriorating eye condition may not want to admit its development, nor want to use services

It is particularly difficult for older people who lose their sight as they may be less able to engage with technology, and may be very frightened and lose confidence to go out or engage with other people.

Those newly diagnosed/registered also need help to know what they are entitled to, specifically financial help such as Disability Living Allowance, and Freedom Passes to use the transport system.

5.3 Satisfaction with services

Overall most key informants interviewed felt that there were many services in place for those with sight loss.  However, the provision was variable between different areas.  There was also a variation in the accessibility of the services to all individuals, with some apparently having a range of satisfactory support in place, while others were overlooked.

‘The challenge is to get services across the board so that every person with VI has equal choice and equal access.’

‘Now, you know, there are signs that the elderly visually impaired are not really given the attention that they need but I hear very few real complaints from them about the services they get. A very large reason for it is because they come from a generation of people who’ve been told not to complain and don’t complain unless it’s really necessary.’

‘I think it’s well, fairly reasonable.  I think you can never please everybody and from all across the board we get people saying ‘there’s not enough services’ but I think it’s quite good and I think in the voluntary sector, in the general community, there are lots of groups that are run.  And also the statutory organisations have set up quite a few groups as well.  There’s good reading groups and things, for example, and various charities run groups and trips.’

Specific mentions of service shortcomings included a shortage of rehabilitation workers in some areas.  Where these existed within local authorities they were felt to provide a good service, but some authorities simply do not have such workers.

The provision of emotional support, particularly counselling, was also very variable between areas, with only some local authorities offering this very important service.

One area widely thought to need more attention was the provision of more leisure activities geared towards blind and partially sighted people.  Locally based social clubs are particularly important for older people, but more activities geared towards younger people are needed.  These could include exercise groups, diet groups, and swimming groups.  These would be expected to have both physical and mental benefits through interaction with others.

‘Impact on life style, improve your well being, share experience with similar people.’

Some informants commented that they felt that blind and partially sighted people do not receive as much attention as other groups (such as those with other disabilities), say from the Government and other bodies.  It was suggested that this may be because many people with sight loss are in the older age group.  This was felt to be true at both a local and central level.  Blind and partially sighted people may find it more difficult to access the tools to make their needs known compared with some other groups.  Funding for services was mentioned by a number of informants as an issue they had to constantly confront.  Useful services were sometimes withdrawn due to lack of funding, leaving the person with sight loss in a difficult situation.  With more people experiencing sight loss living in the community there was a need to provide appropriate support so that this did not lead to individuals experiencing social isolation.

‘We have a rehab worker one day per week whereas we could actually use a rehab worker five days per week, but that comes down to costs.’

‘What that means is, the funding and the support isn’t there because people [can’t] access day centres, go and visit friends, do activities that they used to do. So emotionally that can be very disabling for somebody.  If your world is dark and you have no activities, you don’t know who you’re going to go out and meet.’

One informant noted increased difficulties in accessing funding for her clients, particularly to assist them in obtaining and using appropriate computer equipment and software.  This is a particular problem as the technology needs to be adapted to individual requirements and can be extremely expensive. 

‘I would certainly say five, six years ago it wasn’t really difficult for me to get funding for people for computer things.  I could just go to several people, charities, and tap in a hundred here or a hundred and fifty there, but it’s not like that anymore.  It’s something that’s been creeping up.  I think they seem to be stopping grants to people and it is becoming more difficult for us.’

One group felt not to be well served were those with a learning difficulty or mental health issues as well as sight loss.  For example, the NHS was felt to provide good support to those who are blind and partially sighted who are able to articulate their needs, but not to pay as much attention to those unable to do this.

‘If I went as somebody without a learning disability for visual impairment I would get better service really.  There is a gap in provision.’

‘Services will cater for visual impairment, but when that additional disability comes along people don’t know how to react and therefore we found a lot of people have been placed in secure units when they perhaps shouldn’t have been sectioned.’

5.4  Overall service provision

Informants stressed the crucial importance of the voluntary sector in providing services for blind and partially sighted people. This dependence on voluntary organisations was expected to increase, but it was feared that the economic situation may affect donations and the availability of volunteers

‘If it wasn’t for the voluntary sector, I have a suspicion that the blind, the visually impaired would have a pretty rough time.  They’re incredibly dependent I believe on the voluntary sector…  And the voluntary sector is dwindling: I haven’t had a new volunteer for over a year.  My volunteers who work for me, there are 23 of them, all but two are ladies, they are all middle class, retired, some are in their 70s and 80s.  When those people die, or cease to be able to drive a motorcar, who’s going to replace them?’

‘In the three years that I’ve been here we’ve managed to get three volunteers, that’s it.  There’s been no more than three volunteers on our books at any one time.  We’re trying to recruit a volunteer co-ordinator but we can’t.  We’ve had no applications.’

Local groups run by voluntary bodies were available in many areas and felt to be crucial in providing on-the-spot support, particularly advice and companionship.

‘Local groups are the most important support actually because they’re there all the time.  I mean yes, people like RNIB, Action for the Blind, Open Sight are extremely useful and you know we probably use them every week for some information or to buy something and they obviously do a brilliant job, but, I think for the day-to-day support you need a local group that people can feel comfortable about chatting with other people and really get the help that they need.’

Social Services provision of support and services for blind and partially sighted people varied between areas; key informants suggested that support was poor in some areas, possibly due to recruitment issues.  Perceived shortcomings with Social Services provision included:

· It may be a long time before they contact someone

· Telephone assessments inappropriate for blind and partially sighted people

· Some people appear to be ‘missed’

‘We would regularly write letters and have people come and talk to us about why the services were so poor.  I think recruitment seemed to be difficult with Social Services and you know people would come, we’d just get used to them and then six months later they’d be gone.’

Given the number of voluntary and statutory bodies providing support in any given area, informants noted the need for good communications between all organisations and individuals serving those who are blind and partially sighted.  There was some evidence that some people with sight loss received possibly more help than they needed while others received no support at all.  Better communications between all service providers should address this.

Several informants noted that support services need to take a holistic approach to the needs of a person with sight loss as one area impacts on another, e.g. employment and transport.  It was felt that people now generally have higher expectations regarding all services, hence it is likely that these will have to improve in the future.

Key informants noted the following as the most important services and support needed by blind and partially sighted people. These were all being provided in some areas, but not all were being provided everywhere.  Consistency of service provision was therefore seen as the key issue.

In-home visiting – by trained staff who are then able to actually see what is going on in the individual’s home environment.

‘And this is I think the major requirement for those who are badly visually impaired and immobile, is for people to actually be able to call in and see them, make sure they are all right, and listen to their problems.  And I don’t think there’s quite enough of that goes on.  In other words, people who are able to reach out to them rather than waiting for them to go to the services.’

· Transport – a major issue that underlies access to many other services and facilities
· Technology – equipment and training

· Social activities

· Help with household paperwork

· Help with benefits applications

· Helplines

· Information desk/service at eye clinic

· Resource centre – access to information and the opportunity to view available resources

· Rehabilitation courses/workers

· Hospital visiting – so can monitor on discharge

· After school sports clubs

· Shopping service – ideally to take someone shopping, not to shop for them

· Specific help with general living issues – needs to be provided on a one-to-one individually tailored basis

· Audio description at local cinema (widely provided in theatres)

5.5  Employment and Education

Employment
Informants stressed that employment was the key need for many blind and partially sighted people of working age, however, a high proportion of those with sight loss are unemployed.  Informants believed that there is considerable discrimination concerning those with disabilities, including those who are blind and partially sighted.  Much of this was based on ignorance and fear, hence a need to address the education of potential employers to encourage them to explore the abilities of blind and partially sighted individuals.

‘Not just blind people but all disabled people have less of a chance of getting a job … I think it is because they (employers) do not know how to handle the situation.’

It was also felt that both employers and employees should be encouraged to undertake awareness training.  It was further suggested that employees could volunteer to work with those with disabilities, including sight loss, to enhance their understanding and recognise their abilities in the workplace, despite their condition.

‘Some sort of simulation training – wearing dark glasses, walk around in a dark office simulating various degrees of visual impairment and show them how difficult it is to get around in an environment that is geared towards sighted people.’ 

‘Employers need to understand that visually impaired people are not stupid, one of our clients is a trained barrister, she can’t get work, she is a fully trained barrister.’

There are a number of services available to help get blind and partially sighted people into employment, e.g. RNIB training, and Access to Work, however, the difficulty is that many people, particularly those from ethnic minorities, do not come across them.

It was suggested than even when a person with sight loss is in employment their progress may be slower than a sighted person.  The opportunity to change jobs within an organisation is not always open to those with sight loss, at least partly because of a lack of technology in other areas/departments.

‘Lots of VI people stay in their jobs because they don’t have the same job opportunities as sighted people.’ 

Much of the emphasis in employment of those with sight loss is on the IT sector, but it must be acknowledged that not all blind and partially sighted individuals want to work in this area.

‘People should be encouraged in other fields...look at individual interests and not only IT should be imposed.’

One informant claimed that DWP/Job Centre assessments adopted a negative approach focusing on what the individual was unable to do rather than what they can do. There was a need to employ staff at Job Centre Plus who have a working knowledge of the needs of those with sight loss.  Such a specialised member of staff could perhaps cover several centres.  At least one JCP had previously had a blind resettlement officer, but this post no longer existed.

‘Now they just get chucked in with everybody else, I am not convinced that the first person they see at the Job Centre has the specialist skills to give them the right information and advice and inspire them with confidence.’

There is also a need for the government to understand that it is likely to take a blind or partially sighted person longer to obtain a job, and hence allowances need to take account of this.

It is at the point of a diagnosis of sight loss that employment issues need to be addressed as quickly as possible.  Some informants expressed the view that when someone has been blind or partially sighted for a long period it is unrealistic to expect them to re-enter a competitive market place as they have lost both skills and confidence.

It was suggested by one key informant, that when blind or partially sighted people are applying for jobs, it would be useful for them to include their diagnosis in a covering letter and perhaps enclose an information pamphlet on their condition, for example, retinitis pigmentosa, to increase employers’ awareness. Often, they find that employers assume the worst:
‘It’s the fact that when somebody has just been told they’ve got this unpronounceable name of an eye condition and they get on the internet and in some cases it paints a pretty poor picture of what the prognosis could be. So it’s being able to have access to somebody and put it in perspective.’

Education and young people

An informant in a mainstream school stressed the crucial role of parents in determining how well children experiencing sight loss are able to socialise and integrate with their sighted peers.

‘They can be quite held back by their parents. Their parents have got so used to them being reliant on them that their parents can continue to do everything for them, much longer than they would do for normal children. So they can be reluctant to let them go out, so therefore they don’t get the experience of going into [local town] or they can’t do things that their peers do, so I think that is part of the problem.’

‘I think it comes down to families, if the families have a positive attitude…then you are an awful long way towards coping with a disability.’

The extent to which the needs of young blind and partially sighted people were addressed was felt by some informants to be related more to their socioeconomic group than any other factor such as ethnicity.

‘Middle class parents are a lot more clued up and they know how to find things, much more so than less wealthy people.’

The most important issue in education was to recognise that students will have individual needs and that these should be recognised and catered for.

‘I would say actually that every student in this unit has a different need anyway.’

‘Some people will have central visual loss, …some will have tunnel vision and we have one student who is completely blind and then within that…..we have some who are very able students and we have some who have special needs.’

Educational needs are likely to vary for different individuals and provision should be made accordingly, for example, options such as: a VI unit in a mainstream school, individual support in a mainstream school, or a specialist school.  It is certainly not the case that there is a single best solution for the educational needs of young people, the various options offer differing advantages.  The benefits of attending a mainstream school are that the student can live at home, can learn alongside sighted peers; furthermore, sighted children can learn about the challenges of being blind or partially sighted.  However, it was suggested that a mainstream school can be damaging for those students who need a more specialist placement.

‘It can be very bad for them, people are forced to go through the system when they might be better off in a specialist provision.’

The RNIB school in Worcester was described as:



‘Incredibly expensive for people to go to and Local Authorities do not want to pay out that sort of money for a student to go. But for some students it is the right solution.’

A mainstream school VI unit may not be appropriate because:

· the curriculum moves quickly

· large print is difficult to read at speed

· ideally, Braille is needed, but is difficult to learn

· if students have mobility difficulties, a large school can be a problem

There is more expertise and appropriate technology available for students with sight loss than in the past, but it is not always easy to access, particularly as students attending a VI unit may come from a large geographical area.

‘Visual impairment is quite a low incident disability, the students are few and far between, we have 16 here but they come from all over [county] so it is hard to get the right things to them.’

The advantage of a child having peripatetic support in their nearest school is that they have local friends and do not have to travel so far.  However, they do not have the whole team support available in a VI unit.

‘It worries me that some of our students do have a long journey and they are not with their peers and it is difficult for them to go out at the weekend and mix locally.’

It is also suggested that the educational needs of children and young people may change over time, for example, a specialist school might be appropriate in the early years, but attending a mainstream school at secondary level to become used to the ‘outside world’ can be advantageous. One key informant emphasised the need for children to have learned independent living skills by the time they leave school, and this could be difficult to provide if support needs are not met.

On a related note, it was suggested that blind and partially sighted children require additional support in the transition between schools in order for professionals to assess the new school for any mobility or general concerns that the person may encounter. This is especially the case in secondary school; the curriculum and timetable becomes increasingly fast-paced and varied at that level, which blind or partially sighted children may find difficult to cope with depending on the support available, their level of sight, and their own self-esteem. 

5.6  The needs of different groups

Older people 

As many people suffer sight loss in older age, for whom any difficulties experienced in the ageing process can be exacerbated by their sight problems.  Specific difficulties include the following:

· Lack of computer skills, unfamiliarity with gadgets

· Unwillingness to ask for help

· A key issue is that of isolation, hence a crucial need is for social interaction.  Ideally this should be focused on bringing these people back into the community.

· Other health /disability problems compound difficulties with sight loss

· More difficult to adapt when older

Many of this age group have a strong desire to remain independent and, critically, not to ask for help.  They have been brought up to be self-reliant and to keep private matters to themselves.  This can mean that it is difficult to provide support to some older people.

‘Some of them are too proud to ask for help, others might not want to be registered blind.  Possibly because they think the authorities get to know their business.  The elder, some fought in the war, they are very proud people, never asked for help before.’

Older people generally have more time on their hands, so it becomes important for them to be given the skills to continue, e.g. cooking and cleaning, so that they are able to keep busy   Rehabilitation workers are in a position to teach these skills to older people with sight problems.  With an ageing population the need for support services can only become greater over time.  

‘Simply because people are living longer .. although who knows what the advances in medicine will bring about.. If you think about it 30 years ago a cataract was a death sentence in terms of sight, now it’s a different story.  However, I do think the need for support services will go up. An ageing population.’



Young people

Key needs for younger people were perceived to be those relating to employment opportunities, including supportive training and technology.  It was particularly important that a younger person of, or approaching, working age who is diagnosed with sight loss receive immediate access to employment support services.  Those who are in employment at the time of diagnosis should be provided with support, guidance, and training, in order to help them retain their position.

‘But the youngster who’s got a life to lead, they’re the ones who really need the additional services in the future I believe, to get them out to work, to get them employed and give them as near as possible a normal life.’

‘You get some younger people and there’s a lot more going on, they might have had a job and they’ve lost it or they feel their job’s under threat, ‘how on earth am I going to able to carry on working, I’ve got a family to support’ and all this sort of thing.  They lose their job and think, ‘well, can’t pay the mortgage’, it puts of a lot of other stress on them.  That is a whole different ball game for us to try to sort out.’

‘I think the thing is probably more the working issue of people, you know it’s very sad that some people who’ve had wonderful skills before their visual impairment and then a decade on are really not able to work.  That’s really the worst thing.’

There are specific issues for adolescents dealing with sight loss. The transition to adult life for such young people can be difficult because now they have the expectation of a ‘normal’ life and it may be at this point that the possible limitations on their future life are realised.

In addition, there are some conditions where sight loss develops at puberty and this is an exceptionally difficult time for a young person to deal with such problems.

‘It is very hard to develop visual impairment at 13 or 14 which is when it generally happens, it usually kicks in with puberty really if there is a genetic reason, it kicks in then.’

There was seen to be a need to encourage children growing up to become more independent.  They may rely on their parents who are happy to provide support and transport, but this may not be helpful in the longer term.

‘They will say I don’t need mobility training because I go everywhere by car, their mums and dads take them which is great, but the time will come when they are not going to want their mums and dads … they can be quite immature….It sounds a bit cruel, but I think that you have to force them to be a bit more independent…perhaps they could see if they can get to the place by train or bus.’

A further need particularly relevant to young people is for better access to leisure facilities, especially active pursuits. Informants dealing with children and young people reported concerns about their inclusion in activities, particularly sport, in school.  It was argued that opportunities to pursue their interests varied between areas.  There was felt to be a need for schools to adapt and change their equipment so that it enables those with sight loss to be included in physical education.

‘Our students do suffer from not getting enough exercise.’

Difficulties in providing sport and leisure services for young blind and partially sighted people include:

· Travel, which can be a major barrier to take-up of services

· Needs of young people are very individual in terms of interests, abilities, and motivation 

· Children may have additional disabilities

A further difficulty cited as being more likely to be experienced by young people was the attitudes of their friends to their sight loss.  They could feel very isolated by their disability.

‘I think maybe sometimes we feel younger people, depending on what type of visual impairment they’ve got, whether it’s an acquired visual impairment or whatever, they could be ostracised from their friends, they find it quite lonely…. They feel that their friends don’t really want to know because they’re too busy with their lives and haven’t really got time for you.’
Ethnic minorities

Language barriers are particularly a problem when someone cannot see.  At the most basic level, newsletters and CDs need to be provided in different languages as appropriate for local populations. Difficulties with English may mean that those from minority ethnic groups do not know how to access support.  However, this may also be the case for those born in the UK within a minority ethnic group, where the barriers are cultural rather than linguistic. A number of key informants suggested that ethnic groups may over-protect and hide a person with a sight problem away, so that services which could assist may not be taken up. This is particularly the case with blind and partially sighted people being ‘hidden’ within an extended family. This means that any support groups need to be provided within the minority ethnic group, in the local area.

One association dealing specifically with blind and partially sighted people from minority ethnic communities provided a service attending hospital with its clients because of the language difficulties.

‘Because of the language, they speak on behalf of the person, we have found that most of the time because of the language problem, they just agree with the consultant without understanding.’

This informant noted that blind and partially sighted people in some minority ethnic groups have lower motivation and confidence levels to deal with their situation, when compared with similarly affected white individuals.  This was believed to be due to the greater social acceptance of sight problems by the white community.  

It was suggested that among Asian communities, isolation for older blind and partially sighted people was exacerbated as, by tradition, the elders withdraw from society to some extent even where they do not have any disability.  The cultural norm underlying this is that the children are not looking after their elders properly if they do not look after them in this way, but the likelihood in reality is that such attention may shorten lives by reducing activity.

‘When mum, or dad, becomes visually impaired they (children) will completely take over their lives and not let then do anything, they would say when to eat, sleep, when to go out.’ 

‘Like holding the cup when mother drank a cup of tea...this lady’s condition was not even that bad… She had no mobility issues.’

‘I know of some older Tamil refugees in the area who have never been let out of the back room… tendency to over protect them.’

It was noted that some minority ethnic groups may not ask for any help because their culture inclines them to feel ashamed of their disability.  Some younger Afro-Caribbeans were thought to feel sorry for themselves and hence not to go out and look for help.

‘I come across people who have been blind since childhood, but never received help as there is a stigma attached.’

‘Afro-Caribbean groups just do not come forward for help, in some cultures it is seen as a negative thing, like a curse, they are kind of shy.’

In addition, a particular minority group may be in such small numbers within a geographical area that specific aids or materials cannot be provided.

‘I suppose it’s people of ethnic minority because of the language barrier and the fact that there’s hardly any people from ethnic minorities in [named local area] really, so that’s quite tough.’

It was thought that ethnic minority groups were less likely to access information about support and services, hence the need for specifically targeted organisations, such as the Organisation of Blind African Caribbeans and Association of Blind Asians.  It was suggested that conferences for those caring for blind and partially sighted people would be useful if targeted specifically at Asian carers.

‘RNIB need to target more Asian organisations with information, and through us we can promote services and make sure everyone can access the services.’

‘So for me, people with learning difficulties have continually struggled.  You add the disability to not communicating effectively or in a way that other people understand; then society’s not set up for that really.’

There were felt to be fewer issues with younger blind and partially sighted people who have been born in the UK as they do not have the same language barriers and are likely to have access to wider cultural groupings.

Socioeconomic group

Socioeconomic grouping was mainly felt to affect individuals with sight loss with respect to their ability to afford to pay for help in the house and garden, help with shopping, etc.  

Additional disabilities

Where blind and partially sighted people have other disabilities such as mobility problems, these are compounded by the fact that they cannot see. Dual sensory loss presents particular problems, making it very difficult to pass on information to these individuals.

Those with learning difficulties or mental health issues as well as sight loss may experience particular problems in adapting to their visual difficulties.

‘I think it’s a very complex, very diverse group of people to support because not only do you have the visual impairment but you also have the additional disability that adds to that which can impair the ability to learn in relation to visual impairment.’

One informant noted a link between alcohol misuse and some eye conditions.  Those providing support to blind and partially sighted people may not have the skills to deal with the alcohol problems.  It was suggested that RNIB needs to highlight this link in order that appropriate support may be provided.

Gender

Several interviewees, particularly those dealing with older blind and partially sighted people, argued that many women appear to cope better than men with sight loss.  This is likely to be partly a function of the division of roles among many older people, so that the women are simply better equipped to deal with practical, particularly domestic, tasks, irrespective of blindness or partial sight.  There was a further suggestion however that this was in part due to attitudinal differences, with some women more determined to make the best of their situation by focusing on the positives in their lives, particularly relationships, while more men focused on the negatives, especially in terms of tasks they could no longer do.

‘The women appear to me to be more independent minded.  I don’t know why; it may just be an impression I’ve got.  But when there’s a cry for help, it’s quite often from the men and not from the women.  I think it’s because they used to be married and also because the majority of them are widowers so suddenly they’re looking after themselves.’

Some also felt that there was a greater willingness among women to join groups.
‘I had one gentleman who contacted me about six years ago and I went to visit him a couple of times and he said no, groups weren’t for him, but after a couple of years he felt so isolated that he joined.’

Whether or not informants agreed with this view of differences between men and women, there was general agreement that men and women often reacted differently to sight loss and that this needed to be acknowledged in the provision of services.

5.7  Information

Informants noted the difficulty of passing information on to those with sight loss because they are unable to respond to visual information.  There is insufficient provision of information in formats that can easily be accessed by blind and partially sighted people, e.g. large print, audio, Braille.  This is particularly true with respect to health-related literature and information from local authorities.

‘One of our gentlemen who’s totally blind is having a heart operation and he was given two booklets to read.  Well clearly they’re not in a format that he can read and they are quite thick booklets, so someone reading them to him wouldn’t be the way to do it really.  He needs them in Braille or audio and it was quite a struggle, and first of all we checked with one charity and they said ‘absolutely no, we don’t do audio, you can’t have it’ and then the NHS were faffing about saying whether they were going to pay for it or not.  Well in the end they did agree, but it’s not easy to get things sometimes.’

‘Their knowledge of technology is such that most of them [older people], only a few of them have ever even got near a computer and an internet.  They listen to the local radio; quite a lot of them do that.  They watch a bit of television, but they can’t see what’s going on.  So they’re getting information but, when you’re visually impaired, it’s very difficult to go to the telephone directory and look up waste disposal or rat catchers and that sort of thing.’

Information about services needs to be provided at all possible points and to be provided repeatedly.  The latter point is particularly important as informants suggested that any information will only be noticed when it is relevant to the individual.  Information should be available in all hospitals and in other public places such as libraries and GPs’ surgeries.  However, it must be acknowledged that blind and partially sighted people will need assistance to access information.

Doctors and other health professionals are not always effective in signposting information relevant to those who are losing their sight, but they are in a crucial position to do so at this stage.

Several informants suggested a need for ‘one stop’ drop-in centres for those with sight loss to access information and services.  A central point should include information from the varied bodies who provide support and services for those with sight loss, both local and national.

Hospitals such as Moorfields are known to be very good at referring people newly diagnosed with sight loss to organisations such as RNIB where further information and support can be accessed.  However, many other hospitals were felt to be less effective in providing guidance at this critical point.

An important source of information, as well as support from and by attendees, was provided in societies and clubs where blind and partially sighted individuals met for activities or a social occasion.  Such information was thought to be particularly valued as it was based on personal experience of others in a similar situation.

5.8  Good practice

Key informants cited the following as examples of good practice in providing support and services to blind and partially sighted people.

Insightful Seminars

These seminars provided information and demonstrations of equipment, facilities, benefits advice, and general advice for those with sight loss.


’They simply invited the visually impaired to come to this seminar which was done in the working men’s club, they provided refreshments, they provided transport… brought them in and they gave them a day, about four and a half hours, of advice on equipment, of advice on library facilities and all that sort of stuff, and general advice by people who are blind…  And that is an example of good practice, more of that is what’s required.   You go out to where the blind are and you bring them into some centre (those who want to come) and you give them a day where they can be updated on equipment and things like that.’

Resource centres

These were most often provided within a facility where blind and partially sighted people met. They enabled people to examine what aids and equipment were available and for the centre to obtain these for them. It was noted that it may be necessary to take such a centre out to a local community because of transport difficulties.  

Some informants cited sheltered accommodation as being a very helpful option for some blind and partially sighted people.

 ‘What is much better for the sight impaired are these complexes that are looked after by wardens where they each have their own unit but they have a panic button and a warden they can go to when they need help.  And I’m talking about particularly the elderly but it also applies to the younger sight impaired person.  I believe what they need is, because they’re frightened about doorstep crime, noise, yobbos and so forth, they need to live in the sort of complex where they can be sheltered from that.’

Actionnaires groups 

These activity groups run by Action for the Blind provide the opportunity for children of school age with sight loss to take part in varied sports facilities.  This was one of the few opportunities for this age group to enjoy sport.  There has however been variation in the promotion of these groups as they rely on VI teams and teachers to tell families about them.

Shop staff

There is now wider availability of trained staff to assist those with sight loss in stores and supermarkets

‘Bigger supermarkets have a greater ethos to help disabled people… part of their training programmes.’

‘We know residents can book a taxi, go to Waitrose, meet a member of staff who will support them through their shopping and then get them back in the taxi.  So local businesses have been really supportive in promoting our residents’ independence and that is growing…’

Other examples of good practice in terms of specific services provided included:

· Talking newspapers

· Shops e.g. Boots sending out audio catalogues

· ‘Buddy’ scheme – pairing with a sighted volunteer

· Audio-described performances (including Bollywood movies with audio description mentioned for Asian communities)
· Advice sessions run by Sensory Teams

‘The Sensory Team…. once they’ve got people for the first time and they’re talking to them, they run a session and I think it’s once a month for four weeks and one week they’ll do lighting – make sure you’ve got the proper lighting in the house, make sure you’ve got your smoke alarms, then they’ll do all the things to help you with preparing food, what you need for eating, cutlery, plates, anything like that.  And they do this every so often, when they get so many.  So it is there, if they are willing to go, it is there.’

Using the skills someone has to make them feel valued, for example, an individual with an eye condition and a learning disability had found occupation making tea in another residential home.
‘Somebody who has a severe learning disability… they love making cups of tea, quite competent at it, it adds value and focus to their life whether they have a learning disability or not, they’re going to start going and making cups of tea at an old people’s day centre.  It has value and purpose and so that it’s recognising that actually people can contribute regardless of their disability.’

Schools encouraging young people to volunteer increase their awareness of the needs of people with disabilities.

‘It is improving and it will improve in time because there are a lot more schools that are promoting volunteering in disability awareness, so there is a new community coming through so to speak that will have a better awareness of including disabled people.’

Corporate volunteering
‘Deloitte’s built the pond…  Unilever the year before made more of the garden accessible to residents… The pond works for the sighted residents that have some sight, they can see the fish, it’s got koi carp in there, you’ve got the sound when the waterfall’s running, you can put your hands in.  The garden we did try to make sensory…’

5.9  Key issues

Key informants identified a number of key issues for blind and partially sighted people which they felt required further attention:
· Employment – relevant education and training needed

· Addressing employers’ attitudes

· Inclusion

‘Being included I think.  They could so easily just fade into the background if people aren’t aware because it’s the hardest thing to join in conversations because they can’t see what’s going on and so yes, I think that would be the main thing, that they need to be included.’

· Transport – an issue for access to all facilities and services

· Maintenance of the walking environment

‘If you have somebody that has a difficulty with depth perception or uneven surfaces, somebody that’s working really hard just to keep walking, just to keep safe and you’re supporting them.  You know what it’s like yourself, with the kerbstones, if you add your visual impairment to that; it’s just so hazardous. If you asked me to prioritise between [street lighting and pavements] I’d say sort the pavements out.’

· Leisure activities

· Availability of specialist equipment

· Technology is expensive – needs to be taken into account in benefits

‘The internet, that’s definitely helping things… the Access Group managed to secure some funding a while ago to buy a Braille printer which is here, which is great, but of course not many people are using Braille now, they seem to be going more towards the computer, but then of course they’re reliant on voice activated software and things like that.  That’s all very costly, yeah, that would be on a wish list.’

Awareness of blindness and partial sight – need to increase awareness of blind and partially sighted people within the wider community.  There is a need to encourage the wider community, particularly young people, to be aware of those with sight loss as individuals.

‘One of our clients has gone into a local school with his guide dog’ – increase awareness at a young age and show them that you do not have to be scared of a VI person.’

Benefits

Returning to work can affect the benefits of those with sight loss immediately, before they have had a chance to re-establish themselves.  It was suggested that there should initially be a reduction rather than a complete stopping of benefit.  It was felt that the current system of benefits can actually put some blind and partially sighted people off returning to work.

‘The other problem is the moment they start working it can affect their benefit… actually they do lose out… the first benefit they lose is the house.’

One respondent also commented that benefit forms were not at all user-friendly for those with sight problems.

Training for staff in residential/nursing homes

An example of the lack of understanding among some staff in residential/nursing homes was where plates of food and drinks were placed too far away from residents with sight loss so that they were not seen and were later thrown away.

‘By consistency I mean so that all the staff work together.  If a person needs to be supported in a certain way, that all the staff are consistent and support them that way.  When you get staff and it happens that support is slightly different, it’s confusing for the person and for the staff.’

Need for central information point

Need for different agencies to keep each other informed, so do not duplicate services or leave gaps.

‘It would be great to know who’s doing what if you like.  Well, where perhaps we’ve got ourselves covering [this county] etc [other areas] have their own societies.  A lot of people, the elderly, if they’ve three or four or five different agencies, they get confused and it’s better to keep it straightforward.’  

6. Detailed Findings – Blind and Partially Sighted Respondents

6.1  Key life changes

Lack of independence

Many interviewees expressed the greatest change to/limitation on their lives as being the loss of independence.  This was most often expressed as the inability to go out alone, not least because of lack of confidence for their own safety.

‘Well the biggest difficulty is having lost some of the independence; you can’t be 100%.  I’d like to be more independent.  I think at this stage, because my sight is far gone, I don’t think there is anything else that could be done because I’ve already acquired some of the skills that will help me with the everyday living.’

(Female, 57)

‘I think it’s really the sort of deterioration in independence, you have to rely on other people to do certain things for you, or you can’t help people out in quite the same way that a normally sighted person would.’

(Male, 60)

‘I’m a rather independent person.  I’ve always been independent, had to find things out and so I find it personally somewhat difficult to have to rely on someone.  Yes, well so far I’ve always been lucky that… my daughter, has been able to come and help me and I just hope it continues that way.’

(Female, 87)

Some noted that sight loss affected every activity and prevented people from going almost anywhere on their own.  This was a source of considerable frustration, particularly for those in middle age.

‘They can lose other any sensory perception, they can lose limbs, everything, they can still get in that car and go wherever they want to go whenever they want to go.  I’d like to go abroad, in the car or self drive abroad.  It’s like me and the girlfriend [also with visual impairment] want to go away, it can’t be the two of us, we’ve got to take somebody if we want to go in a hotel.  We can book a hotel but we’re stuck in the hotel.  If we went to Majorca or something where we’re thinking of going we’ve got to take my daughter or whatever.  Well why?’

(Male, 47)

Transport

Closely allied to loss of independence was, for many respondents, the inability to drive as their sight had deteriorated. For many, this had necessitated a complete change in their outlook and lifestyle, having previously taken their independent mobility for granted.

‘I miss my car, oh, I miss my car.  Anyway, I did stop driving immediately; I mean it was stupid to go on driving…  The freedom of driving.  You know I’m so used to getting in the car, throw in a nightdress and off I go.  Of course I can’t do that.’

(Female, 88)

‘I don’t like relying on someone else to give me lifts everywhere, it’s not fair on them and I can’t ask all the time.’

(Female, 90)

‘When they said I couldn’t drive anymore I thought ‘you may as well cut my legs off really’.’

(Female, 68)

Where respondents did not have a spouse or close family member able to drive them, many were dependent on taxis.  The expense of taxis meant that this was a serious limitation on their movements. Some were able to use public transport, but many did not have the confidence to do this, particularly with respect to buses.

‘I cannot get about as conveniently as I used to be able to, this is really hard as public transport does not take you from door to door as a car would…Although you plan your journey very well, there is always stress because you cannot see your environment…things are always changing.’

(Female, 56)

‘Well I would have difficulty even getting to the bus stop, and when the bus comes along I wouldn’t know if it is the right bus…and then getting on the bus and finding a seat…’

(Female, 57)

‘That’s another thing I find very difficult now, is travelling, especially on trains and things because I can’t see these televisions that give you the timetables and all that business.  I get a little bit worried sometimes.  So travelling now by train, I dislike, I try to avoid if I can.’

(Male, 82)

Although some respondents who did use buses had free bus passes these could not be used before 9.30am or late at night, restricting their use for both work and social life.  For those in rural areas the bus service was infrequent, or in some cases non-existent so a bus pass was of little help.

While transport was a key issue for many respondents, it was particularly significant for those living in rural areas who might have few transport options if no one was available to drive them.

‘First of all you lose the car and to be without the car in this society today is pretty grim as far as I’m concerned.  Well where I’m living now it’s out in the sticks, miles from anywhere, and it’s costing me a lot of money to sort of access the community.  I have to get taxis in to the village to get a bus so I can use my bus pass.’

(Male, 82)

Transport was not the only problem here as simply walking could be difficult for those with sight loss.
‘Getting out and about…it isn’t just transport, it’s going for a little walk and that kind of thing.  In fact I daren’t go out when it’s iced up in the morning.’

(Female, 84)

Difficult to get out, lack of confidence

Many respondents, particularly those who had lost their sight later in life, lacked confidence to go out on their own, being particularly concerned about safety in crossing roads.

‘I live on the edge of town and I used to walk to town a lot but since I’ve lost my sight completely now that got very difficult.  Well I think roads are busier and some of these drop down kerbs I misjudge and end up in the middle of the road.  One day I was walking down to the local shops and I didn’t realise I was walking in the middle of the road and somebody came over and said to me ‘do you know you’re walking in the middle of the road’?  And there was a whole queue of cars following very slowly behind!’

(Female, 57)

‘Well I miss friends and that sort of thing.  (Most of them are dead anyway!)  And I’ve had to stop going out, that’s another major catastrophe.’

(Female, 84)

Difficulties in negotiating streets were noted, with the following presenting difficulties:

· Street furniture

· Cars parking on pavements

· Pavements with overhanging objects 

· Shop boards on pavements

· Tables and chairs on pavements

· Increasingly shared surfaces are being allowed, i.e. no demarcation between traffic and people

‘We don’t mind cars being on the pavement… sometimes they’re visiting someone and there’s nowhere to park the car, so they’d have a good way to walk.  I curse sometimes that they’re in the way but at least you can detect them with your stick, whereas overhanging objects sometimes can be very dangerous and the other thing is boards outside premises.’

(Male, 60)

Loss of flexibility

In respect of a number of different activities, interviewees cited the need to plan every outing, every instance of travel, a considerable time in advance in order to obtain the support they required to go somewhere.  There was no opportunity to go out on a whim.

‘If I was not visually impaired I would be going so much more places, I wouldn’t be limited to where I can go, who I can be with.  You wouldn’t be relying on people all the time.  If there’s a lecture or an extra talk somewhere and I need to go to it I have to give the supporter three days’ notice and if it’s within the next day I can’t do it because obviously they need three days’ notice.’

(Male, 19)

‘Can’t think ‘I’ll nip to so-and-so’ because I’ve got to think about how I’ll get these. The bus service along my road is fantastic to get me into [town] but if I wanted to go further I wouldn’t want to change buses somewhere I didn’t know.’

(Female, 84)
Loss of reading
 
Loss of the ability to read impacted on respondents’ lives in two respects: firstly, it was impossible to deal with items arriving in the post, including household bills and general administrative paperwork; secondly, respondents were unable to read for pleasure.  Given that time hung heavily for a number of these respondents, particularly the older people, the inability to read for entertainment was a very significant limitation.  Talking Books were very popular, but it was widely noted that listening to a book was not the same as reading it to oneself.  

‘Listening to a book is a passive process, reading a book is an active process.  Can’t look on audio and see how long a chapter is… that is very disconcerting.’

(Male, 63)

‘I never realised that one day I wouldn’t be able to read, that’s the absolute worst thing that’s ever happened to me, when I knew I’d never read again.  Well for a start I was in a mess with stuff that came through the post and I didn’t know how to get any help for that because you’ve got to be careful who you have when you’re showing them all your private business haven’t you?’

(Female, 84)

‘But I miss, the one thing I miss most is reading the newspaper first thing in the morning, I miss it so much and I don’t know why and I think it’s just because I just miss, I feel like I don’t know what’s going on in the world.  You can get it on telly and the internet and stuff like that, it’s just reading the newspaper, it’s a more intimate experience of it.’

(Female, 28)

Loss of employment

A number of interviewees reported having to give up their employment when diagnosed with sight loss, because of the type of job they were in. Others noted difficulties in obtaining employment.  In particular, some felt that they had been passed over for jobs that they were more than capable of doing simply because of their sight difficulties.

Loss of hobbies, leisure activities

This included inability to do crosswords, knitting, painting and similar activities.  Some reported that they listened to quiz shows, but that this was very much second-best, and they found it hard to find occupations to keep their brains alert. This was particularly true for older people who sought less active and more home-based activities.

‘Apart from getting magazines in audio form there’s very little really that I actually do on my own.’

(Male, 60)



Younger people noted difficulties in taking part in more challenging physical activities, because of perceptions of the health and safety risks.

Inability to do small household jobs

For men, this typically included small DIY jobs, while women particularly mentioned sewing jobs, such as buttons; it took a very long time to thread a needle even using an RNIB needle threader.  This also included opening packages and jars, where it was difficult to locate the seal.

‘Yes, I was very busy before I lost my sight: do-it-yourself, in the garden, everything.  Now I can’t tell the difference between weeds and flowers.’

(Male, 82)

‘It’s the most silly things: perhaps I think I might have cut my finger.  I don’t know.  Unless I can actually feel the blood coming out of it then I don’t know if I have.  If I’ve slipped with the knife perhaps doing something; am I bleeding?  If I am, where’s it gone?  I don’t know.  If I have a slight accident I might have made a mess, I don’t know.’

(Male, 60)

While some interviewees had been given training in cooking, many more, particularly among the older interviewees, were dependent on heating readymade meals in the microwave.

A number of interviewees mentioned their inability to see whether household cleaning was satisfactory and this was a source of concern necessitating the employment of a cleaner in many instances.

Attitudes of other people

A number of those with sight loss had experienced negative attitudes on behalf of the general public, particularly a failure to treat them as functioning individuals simply because they could not see.  They stressed that they had not changed as people just because they had lost their sight.

‘People’s attitudes.  Because you can’t fit in with the norm, you can’t read print, you can’t access information the same way as other people expect you to be able to…. you’re made to feel that because you need a bit of extra help or a bit of adaptive thinking that perhaps you’ve had a lobotomy.  I have a lady who helps me with my shopping and people will say ‘thank you’, ‘what does she want?’  The ‘does-she-take-sugar’.  They don’t talk to me; they talk at me.  But they don’t talk to me, they don’t ask my opinion, they ask my friend’s opinion of what I would think.’

(Female, 51)

On the other hand, some interviewees who did not ‘look blind’ had experienced unsympathetic or even hostile reactions from other people who did not appreciate that they might need help.  Learning to ask for, and accept, help from members of the general public was very difficult, particularly for older interviewees who had lost their sight later in life and who had previously been proud of their independence.

‘I think the thing that worries me at the moment is that I do not look as through I’m blind and I’m told that, and therefore people think I’m lying… or that there’s something wrong with you, you know.  I’m a very independent person, all my life, and I nearly got myself run over because I constantly crossed the road on my own, well now I’ve learned to stop and say to somebody ‘if you’re crossing can I come with you?’   They don’t mind a bit but they do look at me sometimes as if to say ‘are you sure you’re blind’.  It’s one of those things.  It hurts me to ask them, but I’m getting much better; I’m accepting.’

(Female, 88)

Concern over appearance

Many female respondents who lived alone were particularly concerned about their appearance, with no one to tell them if something is wrong.  They asked any visitors to tell them if there was anything wrong with their clothing. The loss of colour perception impacted on their choice of clothes and some arranged their  wardrobes so they could be sure what they were wearing was reasonably co-ordinated although they could not themselves see the colours. Some mentioned only wearing clothes once because of concern that there might be a mark they could not see.  This appeared to be a particular concern among older women who had perhaps been brought up to take great pride in their appearance and who were very concerned about any perceived lowering of their standards.

‘I’ve been very, very active with my hands and my eyes, very, very visual and of course cooking is quite difficult.  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.’

(Female, 87)  

‘If I’ve got special skirts, for best, I put them in one wardrobe and the woollies that match it on the other end of the wardrobe, get your skirt, get your woolly but even so, if those woollies are different colours you’re still stuck aren’t you.  Then I’ve got tops, I’ve got drawers with summer woollies in with short sleeves.  Colours are a bad thing because I’ve got winter woollies and summer woollies in drawers.  I don’t know what colour they are so my daughter-in-law puts the pinks together, the apricots.  Well I don’t know the difference between pink and apricot do I?  Anyway and then she puts the blues and the lilacs together.  … How do you remember all this?  When she comes again I’m all in a mess!’

(Female, 89)

Limitations on shopping

While some interviewees were able to go to shops independently, many had difficulty in selecting items, particularly clothes, without assistance.  Supermarkets often provided assistance with household shopping, but more personal help was needed in choosing clothes, both with respect to colours and styles.  Even where assistance was provided in supermarkets, this relied very much on the provision of a list of items and precluded the pleasure of browsing.

‘When you go clothes shopping, you can’t see what you want to buy.  Many’s the time I said to my Mother, or somebody with me, ‘will you get me this’ and they get me what they think I’d like rather than what I want.  I don’t think it can be resolved.  You’ve got to have a very understanding friend or you just accept what you’re given.’

(Female, 51)

Interviewees with some vision noted that many prices were marked in very small type, making them impossible to see with limited sight.  Price labels were not normally provided in Braille.

Length of time taken

Respondents found that it now took a long time to do simple things.  For many this led to serious frustration, especially among younger interviewees who were running a home with a family. The effort required to accomplish simple tasks was particularly tiring for older interviewees.



‘I want to keep that independence going; I’m that sort of person.  I don’t know; I wish I could be a bit more the other way.  It’s such an effort!  Every night I’m just dying to go to bed, I’m so tired!  That’s another thing, it takes you ten times as long to do the slightest thing.  That’s where the day goes.’

(Female, 84)

‘I think my own challenge has been not even how much how to do things, but learning how to do them faster.  It’s been that speed because the vision, the mobility they add that much time to everything I do, so I need to now learn to be quicker in whatever I’m doing.’

(Male, 38)

Changes in social life

Sight loss impacted on individuals’ ability to have a social life similar to that they had before their loss of sight.  In particular, their difficulties tended to prevent any spontaneity in going out.

‘Reduction in social life, can’t just pop out to the pub as can’t always get transport.. there are also access issues in certain places.. Also food menus are not in large print, restaurants are badly lit and I used to get accused of being drunk because I was falling downstairs.’  

(Male, 49)

Similarly, going on holiday presented difficulties and required people to be selective in their choice of venue.

‘I tend to stick to the same places that I know in UK, there are some hotels that cater specifically for the needs of visually impaired people… I never go abroad you never can guarantee things.’  

(Male, 49)

Interviewees mentioned that they had in some cases lost sighted friends, but the more positive noted that they had also made new friends: sighted, blind, and partially sighted.

‘I suppose the biggest change is my friends.  I have got such a different circle of friends now.  When I worked you could go out socially with sighted people.  Now, I had probably good friends in the sighted world on the one hand, but in the blind world I have very many friends all over the country.  When I first started losing my sight I thought ‘well why don’t people want to see me’?  I couldn’t understand whether they were scared of me because I’d changed and they didn’t know how to treat me.  I think a lot of it was, of course I’d finished work as well and I didn’t see them that often but I have got such a good circle of friends now that have actually helped me with the blindness.’

(Female, 47)

A number of interviewees reported difficulties in forming relationships outside of their specific clubs and societies.  They were unable to pick up non-verbal cues or make eye contact and felt that this could lead to them behaving inappropriately with new people.  This was particularly difficult for younger people mixing in a new environment where everyone else was sighted, e.g. university, as parents at a school.

‘When you first go to university you’re making eye contact with people, making eye contact, getting to know people and stuff.  I just wait for people, say if we’re in a group, get talking, it just sort of kicks off from there.’

(Male, 19)

‘I’ve never met a complete stranger before so like I never go down that route.  I always meet people that I usually know, that are friends of friends or that I’ve spoken to for a while.  I never meet someone on my own either.  If I was to meet someone, I would take someone with me.’

(Female, 24)

‘One of the most difficult things for a totally blind person or a person with visual impairment is lack of eye contact, lack of the non-verbals and I think that makes me feel different in a group…  In some groups there will be something said and I don’t know what they’re referring to because it’s been a very visual thing… I do find that quite isolating.’

(Female, 71)

Positive aspects

While nearly all the changes cited by interviewees as result of becoming blind or partially sighted were negative, related to restrictions on their lives and activities, there were a few instances of something positive emerging from the loss of sight:

· Social relationships, particularly for older women who had made new friends as a result of joining groups for those with sight loss

· Attendance at groups or societies had reduced the social isolation that a number of older interviewees had experienced as a result of the death of a partner and the general ageing process

· A small number of interviewees had met a partner as a result of their sight loss – either someone else who was also blind or partially sighted, or a carer

· Taking up an educational opportunity that they would not otherwise have pursued

· Becoming a volunteer or advocate working on behalf of those with sight loss had provided considerable personal satisfaction for some people

· Being obliged to walk everywhere rather than drive had improved one interviewee’s fitness

6.2  Support received

Support when losing sight

Many had received very little help at the point of a diagnosis of sight loss, for example, from hospital staff. Some recalled being given information regarding contacts that could provide access to support, but many others had no recollection of any support being offered. Rehabilitation officers had provided good support in some instances, but were not always available.

‘When I was at the hospital I wasn’t offered any help or counselling at that point.  You get treatment, you’re asked how you are, they measure your sight and they determine whether you get the injections or not, get umpteen drugs in to your eye until it’s numb, get the injections, sit there for half an hour and go home.  They leave it to you to decide whether you want the treatment or not.’

(Female, 87)

In particular, some interviewees noted a lack of understanding and emotional support when they were initially diagnosed.  Some members of the medical profession were said to have shown no empathy with the person who has just received a very considerable shock in being told they will lose their sight.

‘Well I know that this isn’t in the text books, but it did affect me when I was first told and [my son] was eleven months old, so I had one baby, married for - it was on our second wedding anniversary… and I burst in to tears when I was told.  The specialist told me to pull myself together; ‘some people go blind overnight’.’

(Female, 61)

Medical response

A small number of interviewees were critical of the speed of the response from medical services when they were losing their sight.  Of these, a few felt that their current eye condition was worse than it need have been because they did not receive treatment early enough as their sight deteriorated.  This was particularly true where the overall situation was confusing because of an underlying medical condition such as MS or diabetes.

‘[Both local hospitals] are deplorable because they must realise how quickly this can degenerate and they left me for five, nearly six months without an appointment.  They have got to get permission to finance this treatment but the essence is the urgency of it.  If you hang about, it deteriorates and then they can’t save anymore.  They can’t improve it anyway, but if they start the treatment at the right time they can save what there is.  Well [now] there isn’t anything to save.’

(Female, 87)

There were also instances where a speedy response, for example, from a GP, meant that further deterioration had been avoided.  Hence it would appear important that key points of access to medical care, such as GPs and opticians, are alert to the importance of early intervention in some situations.

With GPs acting as gatekeepers to other medical services, interviewees had varying experiences of the understanding of their situation by doctors.  Some had been dismissive of physical health problems, feeling them to be a psychological side effect of sight loss.  One noted a complete lack of understanding/interest in her sleep problems that were later found to be the result of melatonin deficiency caused by not seeing light.  Some interviewees reported receiving better support from nurses in GP practices who were able to advise on practical issues.

‘They tend to think that when you say you feel a bit unwell then it’s psychological because you’re visually impaired.’

(Female, 62)
Informal support

For older people most support was provided by their adult children. Some noted that they would struggle to cope without this support which was particularly important in relation to getting out of the house and for shopping trips, doctors and hospital visits. However many also acknowledged that their families had busy lives of their own and could not always be available when needed. Those with partners needed their partner to do a number of things for them.

‘I can’t always tell what colour a shirt is, therefore won’t know what tie to go with it.. Having a partner to check with, is a big, big help.. It’s just good to have someone around to say ‘ can you find the bank statement for last March’.’

(Male, 63)

‘Obviously in a family unit, so they are all around to help as and when I need it.’

(Female, 46)

‘Without him [husband], I’d be lost.’

(Female, 52)

Reliance on a partner could lead to some stresses in the relationship. Some also experienced guilt associated with a fear of being a burden on their partner.

‘Although I am very grateful to her, I do feel that she holds me to ransom sometimes, when I ask her to do things for me, but there is nothing that can be done about that.’ 

(Male, 66)


‘If we get lost then there’s absolutely nothing I can do, so she’s [wife] got to do it all, to try and sort out where we are, how to find our way back to where we should be perhaps or if we’re going to try and find something special.  I’ve just got to rely on her to try and get us to the right place at the right time.’

(Male, 60)

‘I felt guilty.  Well, because [my husband] was older as well, having a child, he’d never had a child before and he was really worried the child would be disabled.  Suddenly he had a disabled wife, having not wanted a disabled child and then suddenly he had me, which is not really what he’d entered in for and I felt terrible about it.’

(Female, 61)

The loss of a partner, either through death or divorce meant for a small number of interviewees that they had been left quite suddenly without any day-to-day support.   Similarly, one interviewee whose husband had dementia was faced with the difficult role of being a carer herself despite contending with partial sight.

‘…what he left me with was this huge gap of support and practical support in everything, so I’ve had to [get] readers and things like that and people to do shopping and take me around and so on.  That was a sort of starting from scratch process.  And again, I don’t give in to things like that, I cannot.  I have to say that I probably was quite suicidal, I was thinking ‘I can’t do this, this is not on now at this stage in my life’ but I pulled myself up by my bootstraps.’

(Female, 67)

Some also feared being left alone if anything happened to their partner, particularly if they were in an unfamiliar place.  This was an increasing fear as they grew older.

‘The first thing we always do when we go to a hotel, I say ‘tell me what the emergency number is in case you die in the night’ I say to him.  It’s ha, ha, ha – all jokey, but it isn’t a joke really.  It terrifies me…. I’m very afraid of it; I’m very afraid of something happening when we’re away… In the night I wake up and think ‘is he still breathing’?’

(Female, 71)

 A small number of interviewees had a partner who also had visual difficulties and while this presented particular problems, it also appeared that some couples had increased confidence in their ability to do things, particularly going out, if they did them together.

‘Out and about, I’ll go on a bus with [blind boyfriend] and I feel quite confident with him and I’ll go on the bus with him and it’s gone fine so far.  We go in to town; he’s so confident.’

(Female, 56)

One interviewee also noted that receiving support from friends and family meant putting total trust in them.  A number did not want to be a limitation on the lives of their adult children and felt frustrated where they believed this to be the case.

‘I get support from my daughter, but then again she’s got a life of her own.  Why should my daughter give up her life to look after me because I’ve got no sight?  Yes she does help me but why should she?  Other children leave their parents and go to Australia or whatever, but she can’t because she’s always worried.’

(Male, 47)

Family support was particularly relevant where sight loss was due to an inherited condition as there was a bank of family experience for an individual to draw on.

‘Because there’s a lot of [RP] in the family I suppose, you just sort of grow up hoping you don’t contract it, but I did I suppose and was able to look to other members of the family who’d gone through the same problem.’

(Male, 60)

Informal support from friends and neighbours or other visitors is very important in relation to a huge number of possibly small tasks that an individual cannot accomplish because they cannot see.

‘What I discovered with visual impairment is that it’s difficult to quantify and put time on what the need is.  So, for instance I’m alone in the house, anything can come up and there’s a need for a sighted person to handle.  If I’m alone… it would have to wait until someone comes…..for instance, you’re working on the computer and it decides to do its own thing, at that point it’s left to the sighted person who can read the tiny things on the screen to say this is what has to be done, and these are not things you can plan and it has come up at different times.  If you are talking about optimal support, it would be 24-hour support with sighted people.’

(Male, 38)



The way in which informal support was provided could play an important role in an individual’s perception of themselves, their capabilities and the contribution they could make to the wider society.  One interviewee felt that it was important that her husband did not treat her as ‘a blind person’.  The optimum role for support appeared to be encouragement to the person with sight loss to do things, rather than doing everything for them.  Providing a service such as transport could enable the individual to carry out activities that were fulfilling and useful.

Formal support

Voluntary organisations were key in providing an information and resource network for those with sight loss as well as in many cases providing group activities which formed the basis of further practical and emotional support.

Little formal support from statutory agencies was provided to most people.  There was some concern that Social Services’ support may mean interference in a person’s life, especially among older people who were concerned to maintain their privacy.  Where interviewees did receive support from Social Services this had included provision of transport support, i.e. bus pass, pre-payment for some taxis, and in a small minority of cases a social worker to whom the interviewee could refer for general support and information.  This provision varied considerably between different authorities, even between neighbouring London boroughs. In the past there appeared to have been more social workers specifically to deal with those with sight loss, but these posts seemed largely to have been lost. Where support had been provided in-home, this was said to have sometimes been handled insensitively.

‘Social Services were not very helpful I’m afraid…. I took offence straight away, I shouldn’t have done I know perhaps but she came in and the first thing she says ‘oh you’re up and dressed’.  ‘Yes, I know I’m up and dressed’ I said, ‘it’s a struggle but I just like to get dressed’ she said ‘oh I expected to see you in your dressing gown’ The next thing she says ‘do you rent this property, or is it your own?’, I said ‘my own’, she said ‘have you got any capital?’  “Oh another thing she said when I said ….‘oh don’t worry about the bungalow, we can put you in a home and we can take care of your bungalow’.  That hurt me a little bit.’

(Male, 91)

Some interviewees noted that the system now required that people needed to refer themselves to Social Services, rather than being contacted directly.  It was suggested that such services needed to be more responsive in contacting vulnerable people such as those with sight loss living alone at times when they were likely to be facing difficulty.  This year’s snowfalls were cited as an example of when such contact would be of great help as many individuals were stranded in their homes because they could not use their usual landmarks to navigate by when these were covered by snow.

Where interviewees had contacted Social Services, a number had received an unsatisfactory response, with no real support being provided.  Some had received unhelpful answers that took no account of their circumstances.  There were also believed to be financial restrictions as to who would receive support, depending on their level of savings or income.  One interviewee felt that Social Services were no longer interested in him once he had moved into his own home.  

‘And you know I phoned the visually impaired team up at [named town] and asked for their advice and all she said to me was ‘well let somebody take you round the shops and see which cooker you like’ but I didn’t call that advice and that’s what we’re stumped against all the while.  There’s no follow up.  Nobody wants to know.  Well they don’t appear anyway.  You don’t get any home visits, nothing at all.  The only person that rings up from [sight loss team], he said ‘is your talking book in order, are you quite satisfied with it’.  I said ‘yes thank you’.  I put the phone down because I was so disgusted with him.  That’s all, nothing else.’

(Female, 89)

‘They will do it for you, the government will do, but you’ve got to have a very tiny amount of savings and, until you get down to that level - and I don’t want to get down to that level; I want to be independent.  But, since I’m independent, I’ve got to look for things for myself.’

(Female, 82)

Some interviewees described receiving support from a rehabilitation worker, e.g. navigating around town, settling into a new home, plus some emotional support, however, very few hours of support were generally provided which meant that the process of rehabilitation was a slow one.

Generally private arrangements, paid for by the interviewee, were made for shopping and cleaning help (and gardening where appropriate); these were considered absolutely necessary unless family were able to assist.  The fact that someone was coming to the home was an opportunity to ask them to do very small jobs that the person cannot manage.

‘The cleaning is important because you want it to be clean, you don’t want it dirty, you don’t want to slip on things and when other people come in they don’t want to see it unkempt.  To smell nice and look good.  To do with visitors, but also for my own safety.’

(Male, 60)

Experiences of support from charities were varied, with RNIB receiving most mentions.  Most satisfactory provision by RNIB related to aids to carrying out tasks, particularly reading and cooking, and for some, provision of training.  Those who had approached RNIB for more general support were largely less satisfied by the response received.

‘Where’s the RNIB?  The RNIB are supposed to be the main providers for us.  They’re not there, they’re nowhere in sight, they don’t want to know.  And why?  They should have somebody there.  All blind people phone up like me, ‘I need a bungalow’, ‘yes, of course you need a bungalow because stairs are dangerous’...  Nothing there.  Everybody’s helping me apart from the people really what should be.’

(Male, 47)

‘Sometimes over the years we’ve had very little input from the RNIB, they’re like as if they’ve really not known what to do.  I would have liked input to find out what’s available and how we can get things and that sort of thing, just general stuff that makes life easier, that kind of thing.  To do with all of my life really.’

(Male, 31)

‘As far as the RNIB are concerned I’m very disappointed with them in that one thing that really changed my life since I retired is the computer and using Jaws the screen reader and, on about two or three occasions I’ve tried the RNIB to get help to learn how to use Jaws properly and it seems that if you are not of the age where you’re looking for work then nobody wants to know you.’

(Male, 71)

One difficulty was felt to be that RNIB was a commercial provider of equipment as well as a charity and these were felt to be conflicting interests.

‘The RNIB, for instance, very good organisation, does very good work, and all the rest of it, but when you ring them up and ask for access technology, for instance, they sell some of this technology.  Well, with the best will in the world, it’s difficult for them to be completely independent……Charities should be charities, not businesses.’

(Male, 51)

Interviewees with sight loss confirmed the assessment of the key informants that blind and partially sighted individuals were more likely to be overlooked than those with many other disabilities.  The extent of their difficulties was not always appreciated in the level of financial support provided. However, interviewees differed in the extent to which they felt they should be provided with further support.  Some younger interviewees rejected the idea of any further support, feeling that too much support further undermines a person’s independence.

‘Firstly I think it should be done by friends and family, secondly it should come from government schemes, think like DLA, access to work.  A lot of people with disabilities get wrapped up in rights and forget responsibilities; this might be partly to do with the education system that does everything for them.’

(Male, 63)

A difficulty with formal support is that it is likely to be delivered at a given point in time, but may not necessarily be ongoing.  To some extent this is simply the way the support delivery is set up, but it is also affected by funding when cuts can mean that a service is no longer available.

‘Action for Blind and stuff, you ring them up, you get an appointment and they come in, then they’re gone and it makes a difference in the time that they’re there but then that’s it, they’re gone, but your parents are always there aren’t they?’

(Male, 24)

Transport/mobility

Some voluntary organisations provided transport, particularly to their meetings.  Otherwise many interviewees relied on friends or relatives and on the use of taxis where their finances allowed.

For those with the confidence to use public transport, most reported that bus drivers were generally helpful, with a few exceptions, but that other bus users were not always considerate in allowing them to sit down.  Train companies generally had facilities and service in place to help those with sight loss, but it took some people time to find out how to utilise these.

‘I can get a taxi to … station and they put me on a train and I can be in London within 28 minutes… and then I go back to Waterloo station, and I go to reception where they put me on an electric trolley, drive me to the train and put me into my seat and they tell … station which train I’m on and somebody at ... station comes onto the train and helps me off.  And then I get a taxi, and back to the house.’

(Male, 68)

This key need for those with sight loss was addressed to a limited extent by the provision of taxi vouchers (a very limited number) and Dial a Ride services. The latter was lacking in flexibility and required pre-planning of any outing.  Bus passes were a financial help for those with the confidence to use a bus, but these could only be used outside rush hours so were not helpful for those going to work or college.

‘The other thing I found really hard was the services they offered you like Dial a Ride and I said ‘okay that’s fine, you’re prepared to take me, but I’m going to have a toddler and a baby’.  Oh, we can’t take them.  That’s a fat lot of good, what am I going to do with them?’

(Female, 61)

Those who had suffered sight loss throughout their lives were more likely to use public transport and to have developed strategies to assist with this.  There was awareness of the availability of rail staff to assist those with disabilities and a minority of those interviewed had used this service effectively.  It does, however, mean that the journey must be planned well in advance, with no spontaneity, and two interviewees had had the experience of being stranded (eventually calling a family member or a taxi driver) when a train assistant failed to return to help. 

‘I’m thinking ‘ooh, no’.  I just feel completely out of my depth when that happens, I’m thinking to myself ‘how do I get out of this one?’  I mean I knew where I was but I couldn’t get out of there without another train.  It was knowing when the next one was coming in.’

(Male, 31)

Social support 

Becoming part of a society or club was a very important part of some people’s lives, in particular, for the company of other people.  In addition, many clubs provided access to, or information about, gadgets, training, and general information.  The opportunity to ask staff about issues that were troubling them was seen as important by several interviewees.  Clubs also enable those with sight loss to provide support to each other.

‘It meant a great deal to attend these groups, other people that attend it have been blind for a long time, so you can pick a lot of information from them.’

(Female, 57)

‘You’re with a group of people in the same boat, and you get their experiences.’

(Male, 86)

‘I’m glad I took that step [to join blind group] because it has bought different things out of myself: I feel brave, I feel I can do things, I like the company….. you can come to these people and you’ve always got somebody to help you sort out something.’

(Female, 77)

These groups included local societies and groups run under the auspices of a national charity; in the latter respect, the Macular Disease Society was mentioned as being particularly helpful.

Taking an active role in voluntary groups was a very important source of stimulation and self-esteem for some interviewees.

‘You know that I’m the Chairman and the Treasurer for the Blind Club, that sort of keeps me in action.  I keep all the books and everything and at home I can cope without any problem, but on our meeting days it becomes a problem.  Sometimes I can’t even see the register, one of the other members whose sight is not as bad as mine does it.  It keeps me active… to do bookkeeping it helps to keep the brain cells going.’

(Male, 82)

For older interviewees even receiving some social support via a telephone call was considered extremely helpful as it made them feel less isolated.

‘A lady rang me from the RNIB about would I like to speak to somebody on the phone occasionally and I said ‘yes I would’ and that’s in the pipeline as far as I know.  It seems to be another blind person talking to me and that’s perhaps getting to know each other a bit or if we don’t get on too well packing it in and starting with one or two others.  Well it would give me somebody to talk to really.  I do miss that.’

(Female, 84)

However, while in theory talking to someone else with similar sight problems may provide support and reduce feelings of isolation, there can be difficulties where the other person is unable to be positive.
‘And then [the sensory loss support team] put me in touch with another lady who’d just been diagnosed with losing her sight and that was a mistake because they told her that they thought that her child would inherit it.  She kept on breaking down over the telephone - I was trying to deal with it and she was dragging me down all the time and I was trying to focus on my children, stop myself going in to depression and so it was a huge mistake and eventually I had to say ‘I can’t carry on with this’.  She rang all the time; it was awful…’

(Female, 61)

Counselling

Emotional support had largely been provided by family and friends. Only a minority of respondents had received any formal counselling when they lost their sight.  One reported that she had the support of a social worker when she became partially sighted, but by the time her sight had deteriorated to the extent where she really needed that support, this post no longer existed.  Support was most needed at the point of diagnosis.

‘I would say you have to deal with the emotional stuff before getting to the work stage… although for some, work can actually help with the emotional side.’

(Male, 63)

Some interviewees had sought counselling via their GP, but this was generally not forthcoming in the short term.  Hence they felt very ‘abandoned’ with their problems by the health service.


Technology

Middle aged and younger interviewees noted that the greatest impact on the lives of those with sight loss had been improvements in technology.  Some older interviewees were computer literate, but for some their age at the time they lost their sight meant they had not taken such developments on board.  Technology provided a gateway to many other products and services.

‘That has been a great advantage to me because one of the first things I realised was that I could use a computer and, if I could use a computer, anything else I think I might want, I can go out and get.  Such as readers, combi cameras, black and white and colour cameras that I can connect to the TV.’

(Male, 87)

Software to enable those with little or no sight to interface with a computer opened a wide range of communication and information possibilities.

‘Without talking computers I could not have done my first job, or most of the things I have done since’

(Female, 46)
‘I have friends all over the world; I’ve achieved this by email.  This time a year ago I could not switch a computer on.  I had a computer donated to me by the club and luckily I managed to get funding for the speech software because I would never have been able to afford that, it’s about £900.  Then luckily the Hampshire Advocacy for the Blind, they gave me ten free lessons and then, as luck happened, the lady that taught me on there, she finished with them and started off a ‘you can do IT’ and I paid £20 for ten lessons and in those lessons I’ve learnt to word process and go on the internet and email.’

(Female, 47)

While equipment, particularly computer equipment, is available to assist those with sight loss, this tends to be very expensive as it is directed at a limited market.  One interviewee quoted a figure of £900 for speech software on her computer.

‘I’m aware of equipment that will take a picture of a word and tells you what it is, I would love that to use as I am walking around, but could never afford it myself.’

(Female, 46)

Equipment

Magnifiers were very important for those with some sight; although these were now of a high quality, they were also very expensive.  This meant that some interviewees were using equipment that they were aware had been superseded, but that they could not afford to update.

‘I try and be as independent as I can but there are some things which I can’t do.  By using this talking note taker, which I’ve had an awful long time… has been an enormous help because I’ve been able to write normal print letters and also control things like bank accounts and credit card accounts and things like that.  I get bank statements in Braille so that I can check them off.  Beyond that I suppose my wife deals with most things.’

(Male, 60)

Equipment was displayed within centres used by voluntary societies and some individuals had attended meetings to show the equipment.

Many small items of equipment had been acquired from RNIB, often with advice on what was available from a local society or from other people, e.g. kitchen equipment, talking clocks, and watches, etc.  Other items were those that helped with mobility, e.g. white canes (see below), trolleys that worked in a similar way to facilitate safe walking.

RNIB training

Two respondents had undertaken an 8-week residential course with RNIB aimed at rehabilitation when they became blind.  Most useful within this for the younger of these was the computer training.

‘I suppose I was finding working becoming more difficult with fading sight and then I got the chance to go on an RNIB rehabilitation course which they ran in those days in Torquay and I was down there for two months and that’s where I learnt all the basic skills which are needed when you’re visually impaired, Braille and touch typing and also I had some long cane training for mobility…  I certainly didn’t have to contribute towards that, I don’t think my employers did either.  That was a big change.’

(Male, 60)

Others had attended, or been offered, a 3-week course for those newly diagnosed with sight loss.  This was seen as useful for learning practical skills such as walking, cooking, making beds, etc.

The fact that all these courses are residential was limiting as younger interviewees, particularly those with a family, were reluctant to be away from home for several weeks.

Rehabilitation training to live independently

In one interviewee’s case the residential rehabilitation did not go far enough.  This individual with learning difficulties had been enabled to live independently by further specialised training while in residential care.

‘Then I went to do rehab training …It didn’t go far enough to achieve getting independence.  I found they were a bit negative about, I did well but, as far as they were concerned, it wasn’t enough to achieve independent living status.  So they recommended I go in to care for four years, which I did do. I’ve always wanted to achieve independent living.  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, you know to cook my meals.’

(Male, 53)

St Dunstan’s

St Dunstan’s provided various levels of support to ex-servicemen and women with sight loss, all of which were crucial in the lives of the recipients.  Some were residents (either permanent or temporary), for others, St Dunstan’s was a source of training, of companionship, plus regular visits from a welfare worker.  Service users appreciated the swimming pool, gym and craft workshop, as well as the availability of computers. They were also provided with equipment e.g. reading machines, lamps. Residents particularly appreciated that the burden of everyday living had been lifted from them when they became residents.

‘I get support from St Dunstan’s.  They’re a wonderful organisation there.  If I want support all I have to do is pick the telephone up.’

(Male, 82)

‘Coming to St Dunstan’s saved my life really because I lost my wife about 10-years ago and you know you get distraught and that’s when I joined St Dunstan’s and it saved my life.  You know I’ve got a lot to live for now.  I mean I come here about three times a week; living local I can come in when I like – all the facilities, and the staff are very good.’

(Male, 86)

‘I appreciate what they’re doing here [St Dunstan’s] and it’s first class.  I think under the circumstances it’s the best thing that ever happened to me is get in here because it relieves you of so many trial and errors.  You haven’t got to worry about this and you haven’t got to think about that… when you’re at home the gardening worries you and you’ve got to get the hedge trimmed and repair the fences, have the roof redone, and I thought ‘oh dear what’s going to go wrong next?’.  And I think that wears you down…  It’s such a relief.’

(Male, 91)

Education

While younger interviewees had often been provided with considerable equipment to assist their studies, one interviewee pointed out that this did not always come with the appropriate training to maximise its usefulness.

‘And that was one thing I had at university, was I was given all this wonderful stuff which now I know what it was, I’m kicking myself because I don’t still have it because it was like proper scanning software, OCR software, I had lunar magnification, I had all these other things and I didn’t use them because nobody showed me how to use them and the three years of torture I had an university trying to get by and I had all this wonderful stuff that I could have used, but I wasn’t shown how to use them. ‘

(Female, 28)

There was praise for RNIB educational establishments/provision, but only a minority of interviewees had attended one of these.

Given that education is clearly a key to maximising the abilities of an individual with sight loss, this subject is dealt with in depth later in this report.

College courses 

A number of interviewees reported college courses that either were able to accommodate those with sight loss or were specifically designed for this group, the latter including Braille and craft classes.  However, classes that taught work-related skills, such as IT, and also Braille, raised attendees’ expectations that the skills learned would help them to access employment.  In practice, their experience was most often that there was little support in actually obtaining employment at the end of a course.

‘I could have had help more to find a job.  I felt I was a bit let down there because I felt the college didn’t do enough to help us get back to work.  They trained us, then when it came to looking for the work there wasn’t much support there.’

(Female, 57)


However, one interviewee cited a very positive instance of being able to obtain a secretarial post with the assistance of a college employment officer, employment that she had retained for many years.

The cost of some courses was a limitation on those with sight loss accessing them.  For some there was also a need to pass entrance exams which may present problems if inadequate support has been provided at school.

Interviewees attending university noted the following support received, as well as social support from sighted friends.

· Note taker in lectures

· Recording device

· Out-of-class educational support 

· Orientation around campus initially – provided by council

‘I employed fellow students to help me research books, find quotations and correct my spelling and grammar.  I have a scanner with speech, which allows me to read any typed text including my post. This vital piece of equipment enabled me to function at university at the same level as sighted students. I had to scan the books myself and then listen to the entire text. This took twice as long as a student reading with sight, but it made me more determined to learn.’ 
(Male, 30)
Guide dogs (16 interviewees)

For the interviewees with guide dogs this represented a crucial aspect of their lives, enabling them to be independent and mobile; most stressed that they could not cope without their guide dogs.  A number had had a series of guide dogs and were very happy with the independence they provided.

‘I would say out of all the things in life I would say that is the 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’

(Female, 46)

‘I use a cane if I haven’t got Elizabeth [guide dog] but if she was poorly I could probably manage to get to town and back with it.  My Mum and Dad will not let me go without my stick.  They trust my dog completely but I’ve got a funny feeling that when I do go out with a white stick I’m being followed!’

(Female, 47)

‘I live in a smallish to medium sized village and it is quite easy to get around to be honest, as long as people don’t park their cars on the pavement!  I mean the dog is brilliant for that, I’ve only had her a year but that’s not a problem because she steers me clear of those.’

(Male, 71)

‘I go walking for pleasure now, thanks to my dog.’

(Male, 62)

However, one respondent had decided not to get another guide dog while he and his wife (who also has sight difficulties) had a small child.

‘Both my wife and I feel that having a dog each will be too much…pushing a chair and dog is not good for the child, owner or dog -  maybe she will get one in the future.’

(Male, 46)

One interviewee noted that many sighted people think a guide dog deals with all the problems for someone with sight loss and do not realise what a complex process is involved in working with a dog and looking after it.  It is difficult for a person with sight loss to let the guide dog off the lead for a good run, as the person cannot then move around.

‘Quite often people just say to me, aren’t you going to get a dog and they don’t necessarily realise what that involves, the training….You have to learn how to do it in a different way because with a cane it’s all about what you can touch with a cane, landmarks and so on.  With a dog it’s about turns, a different way of remembering routes and also you’ve got the responsibility of looking after the dog.  It’s an animal and it’s got to be fed, taken to toilet, it’s got to be groomed, it’s got to be taken for runs.  There’s so much more to it than just get a dog and it’ll take you somewhere.’

(Male, 24)

An Asian interviewee noted that although he was about to get a guide dog this could present some problems as Muslims view dogs as unclean and he might not be able to take the dog into mosques and certainly not into all areas of mosques.  Others had noted that guide dogs were often not welcome in shops and restaurants run by people from minority ethnic groups.

‘Dogs are seen as unclean and dirty in their cultures… dogs don’t occupy the same social status in some countries, so they are scared of them and will not come near them; they are seen as dangerous.’

(Male, 49)

Employment

Job Centre Plus provided support for some respondents through the Access to Work scheme for people with disabilities in employment.  Several respondents who worked in charities or offered advice to people with disabilities were very happy with the support this scheme provided but acknowledged that others with less information might find it difficult to access this support.  Access to Work was felt to be poorly promoted by the government and hence many employers do not know about this scheme which will contribute to the cost of equipment in the workplace for those with sight loss.  For several interviewees, particularly those working in charitable organisations, Access to Work provided someone to help with administrative support, for example to read documents aloud and to take blind and partially sighted individuals to meetings.  However, it can be difficult to obtain enough support and provision can be variable between areas.

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

(Female, 46)
‘From what I can gather there seemed to be a disparity between regions… not everybody got the same treatment.  I think if you’ve got to have that Access to Work situation then there’s got to be equality somewhere along the line because people are always comparing, talk, and say ‘they didn’t do that for me’ and ‘I got this help’ and someone says ‘why didn’t I get that help?’ 

(Male, 64)

Some interviewees had received little support in accessing support from Job Centre Plus.  It was suggested that JCPs could help those with sight loss by providing voluntary work with employers that would help to build the confidence of those with sight loss.

‘They [JCPs] are rubbish, no one sits with you and goes through jobs, they don’t really care that you are on benefits rather than working… I just go there and come home’

‘What I don’t get is, Why don’t the Job Centre send us to work for employers for free while on benefits, I would love to get some experience somewhere rather than just sitting at home…that would really help, I have never worked.’

(Male, 28)

Some interviewees had had good experiences with Disability Employment advisors and it was suggested that more blind and partially sighted people need to be aware of how to access this service.

Employment is a central issue for those of working age with sight loss and is dealt with in more detail later in this report.

Help in shops

A number of interviewees with longer term sight loss noted that the provision of assistance with shopping in supermarkets and large stores had improved and that this enabled them to shop independently.

‘I just walk to the supermarket, which is just down the road, which is Waitrose, which is our local.  I walk down there; I get a personal shopper.  He or she will take me round and ask what I’d like to buy today and all that, ‘what bread d’you want to buy’?’

(Male, 53)

White canes

White canes were used by a number of interviewees mainly as an indicator to others of their disability, with some suggestion that having a white cane in some way ‘legitimised’ their condition. Those who used white canes found that they had been helpful in alerting people to the fact that they might need help or be slower in moving.  Those who had had sight problems since early life had generally been most receptive to the use of white canes.  For those losing sight in later life, there was a resistance to their use as they felt they were acquiring a ‘disability label’, however, once persuaded to use the white cane they felt that there were many practical advantages.

Training in the use of white canes had been very variable.  One interviewee had received only a quarter of an hour’s training from Social Services, but then had a week’s training from St Dunstan’s.

Domestic support

One area of domestic difficulty mentioned by a large number of the interviewees related to cleaning and other domestic chores.  Without adequate sight, interviewees were completely unable to assess how clean their home was, even when they attempted to do some cleaning.  Some relied on family members to deal with this, but many others paid for private cleaners, feeling this to be a necessity in their situation, even where their means were very limited.

With respect to cooking, interviewees had coped with the practical difficulties in different ways, often depending on the length of time they had suffered sight loss and also what residual sight they had.  Microwaves were important items of equipment as they could be used more safely than a conventional cooker, plus the specialist equipment available from RNIB to enable them to, e.g. fry eggs, know when a cup, kettle or saucepan is full.  Some mentioned learning new ways of chopping vegetables, and buttering bread from left to right to ensure it was done fully.

Financial support 

DLA

While the financial support provided by the Disability Living Allowance was much appreciated, it was generally felt to be inadequate.  It was most commonly used to provide transport (taxis) and to pay a cleaner.

‘One of the things I find particularly useful is that I have a lady that comes in to do my cleaning, and I pay for that out of my DLA.’

(Female, 56)

Several interviewees noted difficulties in completing DLA forms as the questions appear to be geared to physical disabilities and are inappropriate for those with visual difficulties.  Some were also frustrated that they received a lower level of allowance than those with physical mobility problems while they saw their difficulties as being equally acute.

‘I said ‘well why aren’t we getting full rate mobility’ and they said ‘well you can walk and on the form it says are you unable to walk’.  If you can’t see where you’re walking you can’t walk.  He said ‘well you can get a cane’, I said ‘they can get a walking stick’.  He said ‘you can get a dog’, I said ‘they can get a wheelchair’.  We need the same equipment they need principally for guidance, not support, but we don’t need the same things, we need handrails to support, to guide us, we need walk in showers so we don’t fall over the bath.’

(Male, 47)

Difficulties in obtaining financial support were felt to be based on the fact that blind and partially sighted people most frequently look ‘normal’ (in their own words) and hence any assessor may fail to appreciate the very real difficulties they experience in almost every activity of everyday life.
‘But nobody seems to grasp the situation.  You walk in front of a board to get DLA and they look at you and say that’s fine.  I walk in and they say ‘what’s wrong with you?’  I had to fight to get carers [allowance] and that should not be right, that should not be so.  I mean they said to me… ‘well you’ve won your case’ and I said ‘I’ve won nothing, all I’ve got is what’s entitled to me’.’

(Male, 47)

This financial provision gave some respondents the feeling of at least some financial independence.

 ‘I can buy things for myself and not rely on him [husband].’

(Female, 57)

Tax credits

Some working interviewees were in receipt of disability working tax credits.

One interviewee noted that although he had previously had his taxi fares paid under the Access to Work scheme, he had to pay for these initially and reclaim, which was not only expensive, but involved him in administrative work that presented difficulties.  He would have preferred payments to be made directly to his employer.

Leisure activities

Various activities were available especially adapted or facilitated for those with sight loss, particularly including swimming, 10-pin bowling, bowls and tandem riding.  However, this depended very much on the local area.

It seemed that many younger people had taken a general ‘fitness’ message on board along with the wider population, but that many were restricted in the active pursuits they could undertake, either by difficulties in accessing the venue, or by health and safety concerns.  This was particularly limiting for young interviewees, a number of whom expressed a wish to undertake more exciting pursuits.

Talking books and newspapers 

Talking books and newspapers were a very important service for many people, enabling them not only to keep up to date and obtain information, but also to occupy time which could hang heavily for those not in employment.  Particularly good were the machines that allowed a disc to be stopped at any point and could pick up again later from the same point, even if the disc was removed from the machine (provided by RNIB).  There were requests for more publications to be more widely available in this format.

Libraries that specifically ordered talking books for an individual provided further support in this respect.

‘I went over to large print first but more recently, since it’s got slightly worse, I’ve gone over to talking books.  The local library and the local town library have been marvellous.  The local librarian gets me a regular supply - comes through for me, I just go in and collect a bundle of books…  I ticked off an enormous list for them of things that I was interested in and they’ve worked from that and they’ve done very well for me.’

(Female, 82)

Registration

For many, actually being registered as blind came as a relief as it felt like a validation of what they knew to be a serious problem, but which they felt was not fully recognised.  However, some registered as ‘partially sighted’ felt that there was some difficulty with the general public’s understanding of this term in that some people felt it was used as an excuse and did not appreciate the severity of their visual problems.

‘When they all agreed it would be better for me to be registered I was absolutely relieved to be honest because all along I’ve been on the border and I’ve tried to apply for support or a grant for software for my computer or this that and the other and it’s all been ‘no you can’t because you’re not registered’ and before then I always felt like ‘can I really call myself visually impaired, should I really be using the white cane, am I okay to learn Braille or are people going to think I’m wrong learning it and going to be offended and stuff?’  

(Female, 28)

‘It does help to be registered blind because then obviously people are more aware… but then being registered blind does have its limitations because people are, ‘you’re registered blind so you must be totally blind’; they don’t understand that just because you are registered blind you have still got some sight.’

(Male, 19)

‘Funnily in a way relieved that it had been recognised.  When you first start to get trouble and you’re floundering about and you feel nobody’s really taking a great deal of notice of you.  And when they finally said… we’re going to register you as partially sighted and I almost heaved a sigh of relief; well at least somebody’s recognised it for what it is.’

(Female, 82)

Being registered as blind or partially sighted had been viewed as a major step by some interviewees, one that they had initially resisted for fear of being ‘labelled’.

‘First of all I said no, I didn’t want to [be registered], but he said ‘look, go away and think about it because you can get all sorts of help… think about it’.  So I went away, it took me 24-hours to think, I came back and said OK.’

(Female, 88)

6.3  The needs of different groups

Older people

Many of the older people interviewed had lost their sight later in life, particularly as a result of macular degeneration. Hence many struggled to adapt, finding it difficult to change the habits and routines of a lifetime and with some being unwilling to learn new approaches, particularly where new technology was involved.  Because of the relatively rapid onset of blindness or partial sight, there were difficulties in coping with everyday practical tasks.

‘Cooking is very difficult for me because you don’t quite know how much you’ve put in to the pan.  There are aids: I’ve got a little thing which I put over the cup and it rattles when it comes to the rim and I’m still waiting for an assessment or a lady to come and say ‘oh you can have this or that or the other’ to help me because I don’t know how I can go on managing without more help.  This is the wet macular degeneration.  It was very sudden.’

(Female, 87)  

A key issue for many older blind and partially sighted people was simply filling their time.  They were unable to read or to get out on their own.  The loss of reading was particularly difficult for this age group in which many have been keen readers as a leisure activity for many years.  Hence the importance of social groups is key for older people, not only in the provision of company and possibly activities within the group, but also in providing participants with a focus to look forward to, and something to reflect on afterwards. Older blind and partially sighted people face many of the same difficulties presented by ageing to the wider population.  However, many difficulties are compounded by sight loss.  For example, someone with mobility difficulties who is also unable to see where they are going has their mobility even further reduced.

Key needs in this age group are transport so that the older person does not become isolated in their own home; someone to accompany the person shopping; and help in cleaning the home.  Many of this generation have high standards in the care of their person and their home, and fear a decline in these because they are unable to see.

Many older people are reliant on a partner for all their practical needs.  A particular problem that may face an older person is if they lose their sighted partner who has effectively been a carer for them, or if this partner is in hospital.  They may also lose friends and relatives who have been a key source of support, both practical and emotional.

Many others live alone and face particular difficulties if they are ill or if bad weather prevents them getting out.  While these difficulties exist for other older people, they are exacerbated by lack of sight.

Because many blind and partially sighted people are older, there was some feeling that this group were not given much attention as their disability was put down as simply an effect of ageing.  If help is not offered to this age group they may not actively ask for assistance as they generally have considerable pride and wish to retain their independence.  A common view was that if ‘those in authority’, i.e. government, local authorities, etc., felt that they needed help, it would automatically be provided to them.

‘But as regards being able to get much help from the Social Services, I’m afraid that fizzles out as you get older.  If you’re in the Social Services you get the briefest answer and the last thing I rang them for was because I couldn’t get out by myself how can I post my things back, my compact discs and things, and he said ‘well just ask a neighbour’.  I can’t do that, I’m not a very good asking person if you like.’

(Female, 84)

‘Whatever you can’t do you’ve got to find something you can do.’

(Male, 87)

Young adults

The key issue for younger people is support to lead a ‘normal’ life, which the younger generation with sight loss has been brought up to expect.  For this to be possible key needs include access to employment and transport provision. Many young people with sight experience difficulties in accessing leisure facilities, particularly to play sports.  This can be isolating as well as affecting physical health.

Financial support may also be more of an issue for younger people who have material expectations similar to those of their sighted peers.

While younger people are living with their parents (and some of these interviewees lived with their parents into middle age) there were instances of the parents actually limiting the interviewee’s mobility although with no intention to do so.  If the parent is too available to provide transport the young person may never learn to use public transport or go out alone.  Parents may also move house for reasons of their own without fully appreciating its impact on the person with sight loss.  In one instance the interviewee could no longer visit a town centre alone as the parents moving to a ‘nicer’ house meant being too far to walk to the centre and the interviewee was unable to negotiate public transport.

‘I used to enjoy walking in to [town], from where I used to live, it was a pleasant walk and I used to be able to go to the bank on my own, go to the post office, post my talking books etc but now I’m obliged to take a bus route.  I have to go with my Mum every week and I did enjoy going on my own.’

(Female, 39)

‘[My girlfriend] insists that if we ever do live together that I must be much more independent!  She is very good for that, to be fair to her.  She’s had a very different upbringing to me and she’s done a lot more for herself than I have and she’s very determined to be an independent individual.’

(Male, 24)

Another interviewee expressed confidence with going to meet friends out of house, including into the busier parts of London. This interviewee attributed their confidence to public transport training facilitated by a Mobility Officer in Social Services, but also to the support given by friends and parents. However, this interviewee appreciated that they could probably never be truly independent as sight loss will always pose a challenge:

‘[Mobility training is] going well, really well, yeah; I’m probably a lot more confident than I would have been if I hadn’t had support from her so that’s really been worthwhile… I’m still not as independent as I could have been if I’d had full vision.  I’m quite outgoing, I do a lot of meeting up with friends and stuff, and that’s probably harder than it would have been.’
(Male, 17)

One interviewee noted that if the appropriate support is provided for young blind and partially sighted people, they may hopefully have less need of services later in life.

‘What can we do for young people leaving school or university to help get them into work to try and help them develop the social circle, the environment, the income that will enable them to cope later on when there’ll be less need for them to use the SAVIs of this world.’

(Female, 61)

Parents with sight loss

Younger people experience specific practical difficulties when they have young children as well as sometimes feeling isolated from other young parents because they cannot make eye contact, say, at the school gate or nursery group. They may have to rely on their children for help when they are very young and may experience guilt in that they are unable to carry out some activities with their children or, for example, to help with their homework or teaching them to read.  

‘I still have huge feelings of guilt that I didn’t participate as much with the children in extra-curricular things as I should have liked, as my sister-in-law does.’

(Female, 61)

Parents with young children faced particular difficulties as a result of their loss of sight.  Most managed to carry out the necessary domestic tasks with the help of their sighted children, even when the latter were very young. They ‘trained’ their children not to leave articles lying about where they could be tripped over. Mothers found not being able to see their children grow up particularly distressing.

‘Well the most difficult thing is trying to visualise what my children look like and of course my daughter got married in May and that was very emotional.  I try to visualise what she looks like as an adult in her wedding outfit and everybody was saying how lovely this looked, how lovely that looked and of course I can’t see any of it.  It’s not the same with people describing it as if you can see it with your own eyes.’

(Female, 57)

‘I suppose the worst one really was, my son was about ten, eleven at the time and it was not being able to see him.  There’s such a difference between him being eleven and now - he was 21 the other day, I mean he’s a man.  People say ‘oh, he’s good looking’ and you think ‘well, you know I can’t even really imagine him’.

(Female, 47)

Blind and partially sighted parents found it difficult to provide all the support they would like for their sighted children, for example, they could not see the child’s homework to make suggestions.  It was also difficult to form relationships with other parents of children who went to the same school.  One noted that she felt other parents assumed she was rude or unfriendly because she did not make eye contact.

One respondent had joined an email group for blind and partially sighted mothers.  This had been very useful to share experiences, issues and practices, but it was not well-publicised, with most people finding it by word-of-mouth or internet search.

The existence of an eye condition with a genetic component can put particular pressure on a parent who may fear that their children will develop the condition.  Interviewees reacted to this in various ways, but many felt considerable guilt.  A couple stressed the importance of providing a very positive role model for their children in case they do develop the condition.

‘They do think it’s genetic.  We don’t discuss it with the children, and it’s another major reason for my going back to work and for continuing the way I have, continuing the way I behave because I’ve got to show them if it does hit them you can have a jolly full life.’

(Female, 61)

Middle age

It was suggested that there is least support for those in middle age.  A number of societies cater mostly for older blind and partially sighted people as these make up the largest number of such individuals.  Some organisations are also known to work specifically with children.  While many of the difficulties for older people are shared with those without sight loss, and more support may have been provided to young people as they were growing up, the currently middle aged are often those who feel isolated from the wider society of their peers by their disability.

Clubs for blind and partially sighted people most often include large numbers of older people (because so many people with visual loss are older) and do not provide either an appropriate social environment or suitable activities for younger people.  Given the low incidence of blindness and partial sight in the general population of younger people there is little social/activity provision for them.

‘[Group leader] does organise some trips but the fact is, no disrespect to her, they are mostly for the older generation and I like trips where you can do activities and get involved.  I’d love, I enjoy, going to places of interest.  I enjoy horse riding and carriage riding and then helping groom the horses, that kind of thing.  But of course the older folk wouldn’t want to do that kind of thing.’

(Female, 39)

‘That was one of the other problems with the macular degeneration and Macular Disease Society, there was no help at that time for anybody who was young who had that problem.  They would tell you about an embroidery group or something, I wanted to find out how I coped with taking my kids to school and all these other things. ‘

(Female, 61)

Gender

Men often appeared to be more frustrated and found it more difficult to occupy themselves than women.  It is suggested that good personal relationships helped the women face their difficulties.  Women were more likely to emphasise what they could do and any new things they had learnt or new people they had met following their loss of sight, while men emphasised the negatives. These differences were particularly evident among older interviewees and especially among those who had lost their sight later in life.

Ethnic minorities

The study included a small number of interviewees from minority ethnic groups and two key informants (from organisations providing specific support to those from minority ethnic groups).  Key informants and some interviewees from minority ethnic groups suggested that Asian parents, in particular, may want to do everything for blind and partially sighted children, meaning that they do not develop life skills themselves. It was felt that this is particularly true for girls who may be culturally more restricted, even without sight problems. It was suggested that Asian parents needed to be educated to help their children learn everyday coping skills or they become less skilled and less confident than their blind and partially sighted white counterparts.

‘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.’

(Male, 28, Pakistani)

This protectiveness, of course, may also apply to many parents and carers among the general population and a wide range of individual differences existed among the interviewees belonging to minority ethnic groups taking part in this study.

It was also suggested that older Asians experiencing sight loss were particularly likely to find it difficult to access information because of language barriers and lack of IT skills.  Interviewees reported that older Asian and Afro-Caribbean blind or partially sighted people were particularly likely to be isolated at home.  These older people tend to use services much less than those from other backgrounds and to rely on their families for support.  Better information on services available to those with sight loss could usefully be provided to societies catering for Asian elders.

Older Asians born outside of the U.K. were particularly likely to find it difficult to access information because of language barriers and lack of IT skills.  It was suggested by key informants and some interviewees that Asian and Afro-Caribbean elders were also more likely to be isolated at home, and especially if they have a visual difficulty, as the cultural expectation is that they will be protected.  

One younger Muslim interviewee noted that she was restricted by her religion as to where she could socialise at university (not allowed to attend the Union) and this made it particularly difficult for her to make friends as she could not always go with her non-Muslim friends and she was not able to go to places on her own.

There appeared to be some ‘shame’ attached to having a disability such as sight loss within some Asian families, with a family not necessarily being open to maximising the abilities of a blind or partially sighted family member.  However, there were also examples of individual family members, particularly mothers, seeking to help their child achieve independence.  

One interviewee noted that mosques appear to have very low awareness of the difficulties of those with a visual problem and provide no assistance.  They do not allow guide dogs and provide no help in negotiating the environment.  Once again, there appeared to be an expectation that the family would assist.

For some interviewees born outside the UK, very little or no support had been available at a young age, with little attention being paid to their sight limitations.

‘I sat at home doing nothing, I said to my mum, I don’t want a life like this, I made them let me go to England.. I want to stretch myself.’

(Female, 45, Zambian)

While there are clubs and associations dealing specifically with Asian and Afro-Caribbean elders it appeared that they did not always have regular information about services offered, with variation across the country.  There appeared to be little, if any, specific support for younger people from minority ethnic groups and it was suggested that RNIB could usefully address this, at least in terms of information provision.

While most cultural difficulties were reported for Asian groups, one African interviewee felt that the combination of being black with a sight problem had worked against him to compound the difficulty of either characteristic alone in an employment situation.

‘It could be sight, something to do with the colour of my skin, some people got moved to other jobs and I didn’t in the same situation.’

(Male, 31)

Additional disabilities

Interviewees with further disabilities, such as mobility problems, found that sight loss compounded their other problems.
‘This impacts a lot as mobility is an issues, walking is difficult, judging surfaces, change in levels is difficult… the visual impairment and arthritis seem to compound each other.’ 

(Male, 49)

Their lack of vision meant that they could not take up equipment that would otherwise have helped them move around.  For example, a car could be provided through the Motorbility scheme, but the person with sight loss could not drive it.  A motorised wheelchair could not be provided because of safety issues around a person’s sight loss.

‘I requested a motorised wheelchair, which was declined on the basis of my sight and which I’m not convinced should be.  From my experience of using motorised chairs, you don’t need full vision to be safe on a motorised chair.  That has been a sticking point with the Council; that’s their policy.  But I think that is very, very discriminatory against visually impaired people.’

(Male, 38)  

One interviewee with learning difficulties as well as total blindness had had to move to a residential home on the death of his parents, and clearly described the multiple skills he had to learn before being able to move into a flat.

‘I had to learn new mobility routes in [the town] and also new cooking skills, home skills like cooking, making hot drinks and meal preparation and so on.  I had to do all that from scratch.  It was something I used to do a long time ago and I was living with my parents and when they died I had to go to [a residential home].  I did enjoy re-learning because even though I had to do it again, I know I’d done it before, but re-learning it just brought back what I used to do before.  And long cane training.  How to cope with shopping…And how to budget…It’s taken me this time to learn these skills otherwise I wouldn’t be living in the community today.’

(Male, 53)

This interviewee was in receipt of daily help from a support worker, thereby enabling him to live independently.  His satisfaction with this support was high as it was individually tailored to his needs and allowed him choice over his activities.  He had received support from a rehabilitation worker for nearly a year to help with everyday activities when he moved into his own home.

‘Well I would have the support worker come about ten or half past in the morning and it depends what I decide to do.  Maybe today we’ll do a big shop… or go out for a pub lunch or whatever.  So that’s how my day is really, but they do help me to do things in the house like hoovering, dusting, so on, you know, doing household chores.  I always make the decisions about what happens on each day.’

(Male, 53)

A number of interviewees had other health problems, some related to their eye condition, some unrelated.  Their visual problems enhanced their difficulties in dealing with other health problems, partly because they already lack mobility and because they cannot readily access information about their condition or read instructions they are given.  For example, an interviewee with diabetes was unable to check her own blood sugar levels because she could not read the monitor. It was felt by some interviewees that not all members of the medical profession were aware of how best to help those with visual difficulties either directly, e.g. helping them in and out of a surgery or clinic, or with providing relevant information.

These difficulties had particularly been experienced where a person with sight loss also had mental health problems.  Time spent in a psychiatric hospital was difficult for a partially sighted interviewee as the medical staff had no understanding of sight loss and either expected too much or too little of what the patient could do in terms of mobility and everyday tasks.

Other health issues sometimes made access to services for the blind and partially sighted difficult, either for practical reasons or because a physical disability was seen as taking priority, possibly because more visible, and services were geared around this.  This could also be the case where mental health issues took priority over sight difficulties in the care offered.

‘It took so long for my psychiatric nurse, who basically comes down once every month so I’m okay, she had a nightmare getting me referred and then the Social Worker was, I think she just assumed that it was all psychological because I have a mental illness and things just didn’t happen, I didn’t get any of the things that she said I would get, in terms of aids and things like that and eventually it took Action for Blind to step in.’

(Female, 28)

Rural vs. Urban

There was some exploration as to the differences in living in an urban environment compared with a rural one for those who experience sight loss.  Interviewees suggested that there could be advantages and disadvantages in living in either environment.  For example, one respondent reported moving to the country when diagnosed with sight loss.  Life in the country proved less stressful, but transport difficulties came into play with few buses and long waits.

A further interviewee reported that living in a village when she lost her sight meant that she was surrounded by offers of help, particularly with small, everyday tasks such as local shopping.

‘When you’re in a village that looks after you, you don’t really think of anything else.  I’d only got to ask somebody for something and they got it.’

(Female, 88)

In London, the availability of talking buses and audio information on the Underground was felt to be very helpful and was not believed to be available in rural areas.  One interviewee also felt that transport staff in the capital were better trained to assist those with sight loss and hence were more confident and proactive in providing support.

6.4 Long-term loss of sight (from birth)

It was clear that those who had suffered sight loss from birth were better adapted to their situation because it is all they have ever known in life.
‘It’s a bloody pain in the neck but it’s me, it does not mean anything to me, I don’t know any different.’

(Female, 46)

‘It does create barriers and stuff but I’ve grown up with it so it’s like, kind of a part of me.’

(Female, 19)

These respondents appeared more confident in getting about, using public transport, including bus, train and Tube. They were often more embedded in a ‘blind’ culture, with many friends who also have visual difficulties, particularly if they have attended schools for those with sight loss.

Some of these respondents had attended a special (boarding) school where it was felt that their confidence had been nurtured by being taught with others with sight loss and by the level of individual attention they received there.  However, the downside of attending such a boarding school was that it meant living away from home from a young age and having no local friends.  One such interviewee had then attended a local sixth form college where she had received no support.  Another in a similar situation had made friends with sighted people and had gone on to study IT at university where he was well supported.

‘So we just struggled our way through. No grant aid for equipment in those days, so it really was a struggle as a young person in those days.’

(Female, 46)

Some older interviewees who had been educated in a school for the blind felt that they had not been encouraged to use any sight they had, but the indications were that this was now felt to have changed for the better, with assistance from the technology developed. 

Many of those who had deteriorating sight, which had begun early in life, had gradually been able to adapt.

‘I didn’t really notice it and therefore didn’t have any sort of, ‘oh well how awful this is’, because the sight was so bad anyway.  I mean I can remember being able to see my way more or less to walk round our local roads, where I lived then, and I can remember now seeing various objects in the home.  I mean one was used to doing that, and that was it.  And as it gradually went I didn’t notice it gradually going really.’

(Male, 64)

Many respondents in employment were those who had suffered sight loss throughout their lives and may have received training for appropriate employment opportunities. However, these opportunities are becoming more limited, e.g. telephone operators, touch typing.  Other employment to which the long-term blind and partially sighted had been directed included IT, and in a couple of instances, piano tuning.  For the latter, the work was appropriate, but travelling to it could be a limitation.

‘I work as much as I can but some of the jobs are in outlying places, you have to have a car to get there.  I usually go by train or bus or taxi or by foot or whatever.’

(Male, 60)


However, those who had never had sight had some particular limitations in being unable to know what things, or more particularly, people, looked like.

‘Not being able to see my family has been one of the hardest things to deal with, absolutely, yeah.  People say to me ‘you look so much like your Mum’.  It’s like I can’t see her so I don’t know what she looks like… that’s probably the hardest thing I’ve had to deal with.’

(Female, 24)

Interviewees who had been blind or partially sighted all their lives were more likely to have friends with a similar disability and while this provided social and emotional support, it could also be limiting in terms of making wider relationships.

‘I couldn’t really strike up a social thing with the sighted people on the same course as me; it was mainly with blind people.  Maybe it was because I wasn’t outgoing enough, or no one sat me near anyone that was sighted.  I always sat with my learning support assistant.  So maybe it was variety of different things.’

(Female, 24)

Braille

Those who had been without sight from birth had most often learned Braille and were able to use this easily.  However, a Braille version of information was not as widely available as they would like, for example, Braille readouts from electricity meters and Braille information at bus stops would be valued.  It appeared that fewer young people were learning Braille and some interviewees felt that this will be a dying skill.  However, Braille continues to have advantages in terms of cost and in terms of privacy in reading.

‘Braille is an important thing in terms of being independent because it gives you access to your own correspondence, it gives you access to reading things, like in terms of your education.  It can give you access to things at work if you need to read documents.  Labelling, so you know what things are.  So although people to say that Braille is dying, which it is to be fair, there are still very important uses for it and technology can’t replace it because it’s expensive and Braille isn’t so.’

(Male, 24)

One interviewee at university noted that producing Braille copies was too slow to deal with the demands of his course.

‘I do use some Braille for maths and stuff but I don’t really use Braille for anything else because, the facilities are there but it takes them a week, there’s like a week backlog so lectures happen on a weekly basis, so if you did get Braille it would just be like you’d be a week behind everybody else.’

(Female, 19)

6.5 Changes over time

For some of those who have had been blind or partially sighted all their lives, there may have been a time at which their sight deteriorated further to the extent that they could no longer do things they had been able to do in the past.  They did not necessarily know how to access further support at the time of such a change. For example one respondent found that his mobility was now more limited and that he could no longer read using a magnifier.

‘I’ve always walked miles and miles very fast on my own, since this has happened I have had to slow down, a lot more and be careful, and on days of blazing sunlight I have to be very careful. If I walk from bright sunlight into a dark area I cannot adjust, takes most of the day to adjust.’ 

‘Very, very reluctantly I’ve had to give up print reading, and that is a major one for me. I love reading for pleasure, work and it is not the same if it is a bulky Braille book or .mp3 player.’

(Male, 63)

‘I think it’s kind of self evident if you lose your sight over a period of time, you just sort of adjust to it.  But you don’t sort of on the whole notice things, just get more and more frustrated.  I can’t walk down to the bottom of my garden anymore without falling in the flowerbeds but I used to be able to do that because I used to be able to see more, peripheral…’

(Female, 67)

A further difficulty for some was that although the deterioration in their sight was gradual overall, its progress was not even and was often unpredictable.

‘It’s been depressing at times because the deterioration has been from month to month.  Sometimes it was every six months, but you could never ever rely on thinking that it wasn’t changing; it was always changing.’

(Female, 67)

One interviewee noted that in middle age she had started to experience situations in which she felt disorientated and panicky, which she saw as a function of ageing, since she would simply have gone ahead and done things when younger.

However, in some instances actually getting out and doing something had increased an interviewee’s confidence, e.g. travelling on public transport to work.

Some of these interviewees with long term sight loss noted that life had become more difficult with the increase in its overall pace.

‘There seems to be more cars parked on pavements. It doesn’t upset me too much, I mean you find it with your cane and you get past it or whatever but yes, there’s more traffic around, where I live anyway.’

(Male, 64)

While most interviewees viewed changes over time in a very negative fashion, seeing only the loss entailed, one interviewee was able to extract something positive in terms of the progression of her artwork, even though she had been forced to change the nature of the work she was producing as her sight deteriorated.

‘And it’s just interesting to see, when you look at my digital art from when I could see the best I could and then look at what I’m producing now, it’s obviously completely different but I don’t know, 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.’

(Female, 28)

6.6 Sudden sight loss

A minority of interviewees had lost their sight quite suddenly, mainly as the result of an accident or a dramatic event that triggered an underlying disposition.  The initial impact on them included a large element of emotional upset, often followed by depression and a feeling that their life was over.

‘That was very traumatic.  I had bypass surgery and then about six weeks later I developed a thing called rubeotic glaucoma in my good eye, and went in to Moorfields and had a tube put in and about three days later my retina detached and I was just left with the 1% in my left eye, what had previously been my poor eye.  It was devastating.  But, you know, with time you get over it but I had a pretty bad couple of months, you know pretty depressed.’

(Male, 71)

‘Completely earth-shattering. One minute you’re completely normal and sighted; the next you’re rocketed into this world. It was very difficult to adjust psychologically.’

(Make, 62)

Interviewees found themselves in a situation where they could do none of the things that usually filled their time, such as watching TV using the computer, reading, and, especially, driving.  The latter had a knock-on effect on their ability to do many other things.  The key difficulties voiced were the restrictions on their mobility.  Having had no opportunity to gradually adjust to deteriorating sight, they typically lost all confidence in going out alone.

‘I can’t go out on my own anymore.  The fact that I can’t walk out the door and look around at the shrubs that I’ve got in the garden.’

(Female, 56)

‘I wasn’t aware of how much I would have to give up…  I didn’t realise how much I would be dependent on somebody having to be with me.  I’d been advised that somebody should be with me at all times.’

(Male, 68)

Such interviewees were likely to be particularly concerned about safety when going out and to lack confidence in busy places.

‘To go down to the post box, which is only about 100 yards up the road, it terrifies me because it’s on a main road… and it terrifies me with the speed of the traffic and the volume of traffic.  I just don’t like going out on busy roads. ‘

(Male, 68)

Hence mobility training, such as long cane training, was all-important, but considered insufficient on its own. A number of interviewees reported that they had received no support in learning to deal with essential everyday tasks such as cooking after their sudden loss of sight.

For a young person, sudden sight loss implied a restriction on physical activities and this in turn had an effect on personality and confidence.  The young people who had lost their sight as a result of accidents particularly missed the active participation in sports such as football and were concerned about their physical fitness.

‘I suppose the visual impairment has changed very much the way I live my life in terms of stuff like social activities.  When I was younger I used to play a lot of sport and spend a lot of time out or maybe even just playing computer games like I suppose a lot of boys do… now, although I still like sport, it’s obviously just listening to it on the radio.  A lot of what I do is listening to things on the radio or I suppose I talk a lot on the phone as well quite a lot, socialising with friends and things and it’s sort of changed.  I’m much more sedate I think!  I’m not as lively as I used to be, it’s a confidence thing.’

(Male, 24)

 

While all interviewees found it difficult to deal with written materials, such as letters, those who had lost their sight suddenly were particularly aware of this limitation.

‘Reading the mail is difficult.  I only get it read once a week usually.  A friend reads it… sometimes I’ve sort of missed an appointment because the mail hadn’t been read and the appointment was for that day or something, I hadn’t planned for it so I didn’t go.’

(Female, 56)

‘So I’m very, very restricted.  I used to be very, very active and I can’t do things anymore…  I can just about, well I can hear and I can listen to the radio but I can’t see books, the printing of books, I can’t write properly.  I used to paint, I used to embroider, I used to sew, I’m a very keen photographer.  None of that is now possible because I just see irregular objects.’

(Female, 87)

People who had lost their sight suddenly were particularly aware of their immediate transition from a capable individual to being treated in many instances as someone incapable of carrying out simple tasks and activities.
‘So when you’re out there trying to do something as a normal person or trying to live a normal life, then you always have someone coming and saying to you, ‘oh I’ll do it, I’ll do it’, or ‘you can’t do that’ and you’re trying to tell them you can and it’s how many times do you say no and how much do you argue?  Yes I can walk down the street on my own thank you or yes I can carry a bag.  On a Wednesday I usually play bridge and every now and then you’ve got to swap tables and they insisted I don’t have to move tables and I think ‘I can walk between two tables you know’!’

(Male, 24)

6.7  Reactions to sight loss

Initial reactions

Immediate reactions were frequently those of shock and disbelief, followed by a period of depression when the individual experiences feelings similar to those occasioned by bereavement.

As noted by many of the key informants, some interviewees had had little support at the time of a diagnosis of sight loss.  Some of the key difficulties mentioned were:

· No help from Social Services

· No counselling offered at time of diagnosis

· No counselling offered at time of total blindness

· Insufficient information about the possible progress of the eye condition

· A very negative view taken of the likely prognosis

· Regaining confidence outside the home

· Family members moving things around at home

‘Well, it was devastating because I was told by the consultant in the hospital and there was nobody in Southampton General to counsel you or offer you advice and I just went back home and thought what do I do?  I didn’t know any contacts, I hadn’t even heard of the RNIB or any of the other groups, so I sat indoors, made a few phone calls and got lots of negatives… so I started getting quite aggressive verbally on the phone until people would give me the answers that I wanted.’

(Female, 51)

‘I was in hospital when I lost my sight [and] I have never been offered any counselling…. It would have been nice if there was somebody there, perhaps somebody who had been through it before… In 1984 when I lost my first eye I think I could have done with counselling then and also when I lost my sight completely in ’98.  I don’t think people realise the difference between having a tiny bit of sight and having none at all, that is just such a change.’

(Female, 47)

For those who have lost their sight as an adult, several reported immediately giving up their job.  In one case this was in a factory environment which was too dangerous for someone with a visual condition.  Another reported that his job as a project manager was too stressful to deal with the additional stress of visual loss. Those in this situation had found their sight problems very difficult especially where it had been unexpected.

‘My whole life started to fall apart.’

(Male, 66)

Interviewees who had had some sight for a long period and then lost this described their current situation as being quite different from having some residual sight.   They had suffered particular difficulties when they realised they had no sight at all.

‘The frustration was mainly, I had enough fight to manage before.  I mean I had the one eye but you know I could go down to town.  I mean I did have a guide dog then as well… I could cheat, I could see the yellow lines on the road so I knew where the pavement was… Now I’d go to pick something up at home where it normally was, somebody had moved it.  It could only be a few inches and [I couldn’t find it] I’m thinking ‘why move stuff’.’

(Female, 47)

Things people are pleased they are able to do independently:

· Live alone (most important)

‘I’m just pleased that I can actually look after myself independently.  I know I’m blind but I feel pleased that I’ve been helped to take care of myself in terms of personal hygiene, like getting dressed, cleaning my teeth and general self care.’

(Female, 24)

· Shop online

· Use computers, especially specific software, including talking computers

· Listen to the radio

· Run own business, employ staff
‘I feel that by employing people I am actually helping the economy... I miss being able to see a customer and describe the car and sell it to them, I have to rely on my staff for that.’

(Male, 66)


· Help with voluntary societies (especially those dealing with sight loss)
‘The amount of work involved in, say, running our Annual General Meetings is quite substantial and also I have to Chair our committee meetings which we have three or four times a year.  So again it’s just a combination of using the note taker with Braille notes if then I prepare agendas, prepare reports, that sort of thing and read them out.  I’m pleased that I can do that independently because by thinking about it I suppose and just sort of preparing it’s something that I can actually do.’

(Male, 60)



· Travel independently to work

· Go for walks

· Deal with Braille bank statements

· Live a full life

· Go on holiday
‘I suppose it’s more or less just living and I do have a full life. I mean I’m out every day with different clubs that I go to and I go and help with fund raising for Guide Dogs for the Blind.  I will go away, whereas before I wouldn’t go away unless [my son] came with me.  Now I go away and even though I know the people, it’s quite a big thing for me to actually be able to go away on my own and not worry about who’s going to be there or if I’m going to get lost.’

(Female, 47)  

One respondent mentioned that running had been a great source of pleasure, having even run a marathon.  However, she was totally reliant on someone guiding her through the run and had to give up this activity recently as she had no one to run with.

‘Listening to the radio, Radio Four, wonderful.  Lots of information and I’m more politically involved now than I’ve ever been!  That’s from having to listen to the programmes, the discussions and I listen to all of them because Radio Four is an informative station.’

(Female, 87)

Range of reactions to loss of sight

At one extreme were people who had made a decision to focus on what they could do rather than grieve for what they could no longer do.  One such example was an older female interviewee who, when she could no longer read music and sing in her church worship group, had learned to play the drums in order to continue participating.  Other older people were proud to report their independence.  Most of these interviewees had suffered gradual loss of sight and had been able to come to terms to some extent over time.

‘I suppose being involved with the Society [Retinitis Pigmentosa], again for the best part of 30 years, I probably knew what was coming and because it happened so slowly, you get the time to prepare for it.  Although I know a lot of people do need counselling I felt that, well I hoped I was coping as best I could.  What I try and do is sort of take the positive attitude and just sort of concentrate on what I can do and not worry too much about what I can’t.’

(Male, 60)

‘I don’t let anything sort of beat me, I just like to live a normal life and people sometimes accept me as a normal person, they don’t realise I can’t see and sometimes when I’m crossing the road they say, ‘come on, come on’ and they don’t realise I have to be very, very careful.  I much prefer to be on my own crossing roads rather than with anybody else because I’ve got full control.’

(Male, 82)

Those who had been able to keep working, or who had set up businesses they could handle with limited sight were proud of their achievements.  This was particularly important for their mental health, that they felt they were making a useful contribution to their family and to society.

‘Anyway, the outcome of it all was that I got an award for personal achievement…..So I decided at that point, having just lost all my sight, I was going to go because I felt I couldn’t improve on that and I wanted to go while I was still achieving and not while I was a passenger.’

(Female, 61)

On the other hand, a middle-aged female respondent felt unable to do anything independently and hated having to be totally dependent on her husband.

‘It has meant disaster, traumatic disaster. It has affected every possible thing in my life.’

(Female, 57)

Many of those who were coping best with their sight problems were those who, by their own admission and the evidence from the interviews, were assertive and articulate.  They felt that they had been obliged to put their views across forcibly and often repeatedly in order to obtain the services they needed.  By contrast those by nature less assertive and in some cases, clearly depressed, were less able to access services if they had no one to speak for them.

‘I just made up my mind that, whatever was in front of me, I was going to get over it.  I don’t really take much notice, I just get on with life.’

(Female, 77)

‘I just use the public [transport]; I’ve got all the mobility skills.  I’ve got the biggest skill that you can give anyone and that’s confidence: I’m very, very confident.  I think it came from boarding school, having such a good mobility teacher and also having good support from my family.’

(Male, 30)

The influence of family expectations

It was clear that the expectations of those around the person with a sight problem, particularly with respect to children and young people, often had a profound effect on how independent a person became.  Where families had a history of visual difficulties, they often had much higher expectations of what a blind or partially sighted member could do independently.  Conversely, families with no prior experience of sight loss were sometimes overly protective of a blind or partially sighted family member and had limited expectations as to what such a person might achieve in terms of education, employment and general life skills.

Employment

A number of respondents worked with or for charitable organisations in both paid and voluntary capacities.  This suggests that such organisations may be more open to the employment of people with disabilities.  However, several interviewees expressed disappointment with the small proportion of blind and partially sighted people employed by RNIB and Guide Dogs.  This was felt to be particularly true with respect to people in middle age who have experience to offer the organisation.

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

(Female, 46)

Working, even in a voluntary capacity, was very important in supporting individuals’ self esteem and making them feel valued. However, accessing voluntary work was made more difficult by the absence of support to do such work.  More support could mean that this is a route into paid employment for some with sight loss.

‘For disabled people to get a paid job is that much difficult and one of the ways you could get a paid job is to go in as a voluntary person and prove that you can do it.  Now, if there is no support to do the voluntary, then how do we get the full paid job?  I would really question why Access to Work would not assist people who want to do voluntary.’

(Male, 38)

A number of interviewees were professionally employed as advisors to others with sight loss, particularly in relation to equipment, technology, access to employment and access to services.  These individuals seemed particularly satisfied that they were able to use their own experiences to help others with similar difficulties.  However, instances were reported where the person with sight loss providing such an advisory service to others had lost contracts to RNIB recently.  This was thought to be a result of local authorities and government bodies wanting to work with a single supplier for a range of services that the individual contractor was unable to supply.  There was resentment that RNIB had not sought to work with the individual suppliers so that the person with sight loss retained their employment.

‘My volunteer work for….gives me something to carry on with.  It does make me feel useful, yes.  I can use some of the skills that I have.’

(Female, 57)

‘Charities should be in the business of trying to do themselves out of work rather than expanding.  They are not trying to do people out of work, but they don’t seem to care to encourage the visually impaired to run their own businesses.’

(Male, 62)

Lack of employment was the single greatest frustration for many of those in middle age.  Within this age group a number felt that the appropriate support and training had not been in place when they left school (although many believed this situation to be much improved now).  Now in middle age they felt it was too late to embark on further training and in the current economic situation there were fears that no employer would be willing to invest in equipment to assist those with sight loss.

‘If when I left school when I was 17 and the help was around like it is now I really would have took the bull by the horns and gone for it but as it is now, no, because I haven’t got enough time to pay in a pension, there’s not enough time to get a state pension properly.  Basically I’d be struggling.’

(Male, 47)

There were some positive examples of employers who had provided equipment that enabled someone with sight loss to work effectively, for example a CCTV reading aid, but these were relatively few in number.  It was also noted that although technology may enable a blind or partially sighted person to do a job, it does not mean that they can necessarily do the work at the same pace as a sighted person; they may be able to do it well, but not quickly.  It was clear that an individual’s success depended very much on the outlook of their employer, whether he/she recognised their ability to do a job and fully supported them.  Thus a change of personnel could completely change the working prospects for someone with sight loss, to a much greater extent than their sighted colleagues.

‘The people treated me like a baby – they didn’t trust me to do anything. It was really, really different. So weird – after being trusted and respected I felt like the office junior.’

(Female, 62)

Some older interviewees who had suffered sight loss since birth had been employed in occupations traditionally associated with those with sight loss, e.g. typing, piano tuning.  Typing had been a means of employment for a number of interviewees, but an occupation in which they often became frustrated by its repetitive nature and where their other abilities and intelligence were often not recognised.  Furthermore, advances in technology has resulted in fewer opportunities for typists being available.  Although those born with sight loss had often been trained for specific employment that made the most of their other senses, not all these training opportunities led to employment opportunities, e.g. massage, as few vacancies were available. 

Even in the small number of cases where interviewees had been able to continue in a high-level job, some had experienced discrimination in people’s attitudes towards them, including an assumption that they were likely to be in a junior post.  It was also the case that many of those with sight loss were felt to be working at a level below their intellectual capabilities and to be less likely to seek promotion because of practical difficulties and possible relationship difficulties associated with change.

‘The person I went to see about my suitability for CCTV… he said ‘what do you do’ and I said ‘I’m a civil servant’.  ‘So what, you do filing and stuff like that?’  And I said ‘no, I represent people like you overseas, I speak up for my government’ and his attitude changed.  I was furious with him.’

(Female, 61)

One interviewee who dealt with the general public felt that she had to warn clients of her sight loss as they needed to be at their ease when talking to her.

‘I was always aware that I had to perhaps deal with people slightly different and warn them perhaps that when I went to see them that I came with a guide dog and I was blind you know.  I felt that sometimes it’s quite good to tell people and other times you make a judgement whether it’s a good idea or not.’

(Female, 67)

Employers generally were felt to lack knowledge of how they could work with blind and partially sighted people and hence to be unwilling to offer jobs to such individuals.  They should be encouraged to view the positive aspects of employing someone with sight loss, for example, their likely commitment to their work.

‘If they do get a job they usually stick at it, because the chances of getting another job is harder.’

(Male, 49)

‘I just want someone to give me a chance and employ me.’

(Female, 45)

Colleagues also sometimes made a blind or partially sighted person feel different and excluded from general workplace life. They, as well as employers, needed to be made aware of the needs of people with disabilities and to be educated in treating people as individuals with skills to contribute to a working team.

‘I think the fact is that it alienates you with people.  Not every colleague, but I’ve had it and I’m a bit older but you were alienated because in the last company that I was in (a) you were a bit older (b) you can’t see and they used to sort of leave you out of conversations so at the end of the day you were on your own with only yourself to talk to.  And everybody else was - there was laughter and whatever going on, and you weren’t part of it.’

(Male, 46)

One of the most positive interviewees, regarding his employment experience, was working in IT where he had had no difficulty in obtaining a job commensurate with his (graduate) skills and training.  It was suggested that larger employers are generally more willing to employ those with disabilities.  They have more resources and view this as part of their corporate social responsibility.

A number of employees received some assistance either in paid or voluntary work with dealing with such issues as filing and form filling, particularly through the Access to Work scheme.  However, Access to Work itself required considerable paperwork which then had to be completed by the support worker.  Not all employers were felt to be aware of Access to Work.

‘You’ll get forms from Access to Work which are in print and they’re about your worker, so they’re actually spending your Access to Work time filling in their forms for Access to Work.  It’s a bit sort of silly really…’

(Male, 64)

Some interviewees had been offered early retirement or voluntary redundancy, perhaps suggesting that this may be more common for those with sight loss.  Once a job had been lost in this way, many had experienced considerable difficulty in obtaining any further employment.  In an era of high unemployment, having a visual condition was an additional factor working against the likelihood of being employed.

‘I have worked.  I managed to keep going until I was just coming up to 49 and then a combination of things, I suffered a major reorganisation within my employment and the decision at the time was I’d come to take early retirement which in those days was one of the things which was sort of happening at that sort of stage.’

(Male, 60)

‘Approaching 50, not in good health, living in a huge town, not being able to drive… finding a job was next to impossible.’

(Female, 52)

‘I tried and tried and tried and never got anywhere.  I don’t really know why they failed……it seems to me that companies, you’re honest with them, you tell them you’ve got a disability but they use it against you.  Well they seem to say ‘oh we’ve got somebody else who’s better qualified’ but I reckon in reality what’s happening is they see the bit on the thing about the disability and they think we don’t want that, that’s going to be costly, because they probably don’t even know about Access to Work because they’re not even interested in finding out, so you get dumped on the sidelines.’

(Male, 31)

Those who had been able to work most satisfactorily after losing their sight were those running their own businesses.  These included catering to specific markets that developed an existing interest, selling either through a shop or via a website, also IT businesses and advisory services to assist blind and partially sighted people.

Difficulties in obtaining and retaining suitable employment had significant consequences for the financial status of many interviewees.  A number described the necessity for tight budgeting to operate within a limited income, and the inability to pay for equipment to help them.

Education

A supportive family and school background was viewed as key to fulfilling educational potential.  Those who felt they had achieved most had been encouraged by family to not allow their visual problems to stand in their way.  Conversely, some young adults felt that the concern of their families, particularly for their safety, was preventing them getting out in order to access educational opportunities.

Interviewees included a number who had undertaken college and university courses.  For the most part they had been able to participate successfully in such courses, often alongside their sighted peers.  Some reported provision of a reader or reading group for their university course, but this had not been part of the formal university set-up, but developed by individual members of staff.  Not all universities had provided appropriate equipment to assist those with sight loss.

‘The university at the moment does not have a licence for speech and magnification software which, to me, is deeply disappointing.  That has been a pressure on me because I can’t just walk into the university and use the facilities; I’m having to bring my own provision from home.’

(Male, 38)

The Open University had been an important source of education for a small number of interviewees as the fact they could study at home, and the provision of appropriate materials and technology, made these courses very accessible.  At the time many of these respondents had been educated there was little assistive technology built into the system, but they were hopeful that this was now more widely the case and that materials were available electronically rather than only in printed form as they had experienced.

One issue for students was the time delay in obtaining materials in a suitable format. Also the actual studying took longer because of the time taken to read materials.

‘Education wise, one is time; it increases the time for every activity.  For instance I use the speech and magnification software that takes time.  And it’s not even optimal, you can’t really study with it.  Because I still have some sight I can read large print, I need that time to read the large print, get the large print done.  I’ve tried RNIB and the time it takes to get the books out has not really been helpful….by the time I started the course, the textbooks I needed for the course, if I waited to send them off to RNIB they probably won’t come back until the end of the course.’

(Male, 38)

Those who had had sight problems from birth or childhood reported varying experiences with schooling.  Some had been educated in mainstream schools, but at a time (now believed to be in the past) when there was insufficient recognition of their problems and hence inadequate support.  For example, one described relying on a friend to read to her from the blackboard throughout her school career. Another reported that their school decided to prioritise support in the playground as they felt that was an area that posed the greatest risk, to the detriment of support within the classroom.  Because of the low incidence of visual problems in a school, interviewees reported feeling very ‘left out’ and felt that a major difficulty encountered had been other people’s attitudes.  Some had been exposed to serious bullying. Within mainstream schools, these interviewees had not been expected to achieve; it was clear that only considerable determination had ensured that some had obtained a reasonable education and in some cases had gone to university or college.  This was true for those aged over 30, and especially those aged 45+, some younger interviewees had had more positive experiences in education, having more individual support.  This was considered essential as in a large mainstream class, a teacher could not be expected to continually make allowances for one class member with sight problems.  In some cases low expectation of the schooling system had been compounded by having parents who also had low expectations and who over-protected the interviewee as a child, often, interviewees suspected, due to a feeling of guilt related to their child’s disability.

‘It wasn’t really until the last few years that I really made a conscious decision to try and be more independent and go out there and stop living in a bubble I suppose because it was very easy to let other people do everything for you when you’re in my situation living with your parents because obviously they care and they don’t know what to do either and it’s easy just to slip in to the habit of letting everyone do everything for you and believing that you can’t do them.’

(Male, 24)

Others had attended special schools which were generally felt to be helpful in providing specialised skills and an appropriate environment in which they could learn at their own pace.  Older interviewees reported harsh treatment in such boarding schools, but the overall environment of such schools was now felt to be very greatly improved and to be sensitive to the broader psychological needs of the children. Some parents, however, were reluctant to allow very young children to attend boarding school.  This could also, in itself, be an isolating experience.  Experiences in gaining necessary skills in specialist schools were positive, but there was some feeling that the specialised and protected environment could mean that attendees were not in touch with the wider world and might find it difficult to function in the sighted world at a later stage.  Further limitations experienced in a specialised boarding environment by some interviewees had been a lack of contact with the opposite sex and a lack of emotional support. Several interviewees expressed a view that a useful model was to initially attend a specialist school to learn specialist skills, including the use of technology and Braille, and then to attend a mainstream school.
‘I was in mainstream school, which was no good at all, till I was 12.  Because I couldn’t see, I just stood in the middle of the playground, got bullied a lot and everything else and then, when I was 12, Dad decided well, yeah, I had to go away, but that was only for four years.  You can’t catch up in four years and then again that was only a partially sighted school, which wasn’t a very good choice because I needed a total school, for totally blind.’

(Male, 47)

A younger interviewee’s response emphasises this conclusion. This person had attended a specialist school to learn fundamental skills like Braille, and then transferred to a mainstream school with an excellent VI unit, who encouraged independence by getting them to do as much as they could while offering support and flexibility should they need it. This interviewee realised that this system was in preparation for the transition between school and university, where there is much less support. This materialised especially in the issue of mobility:

‘When I am being guided around and when I go out to places it is because I have got very good friends that help me out anyway but I am fortunate in that regard because if I didn’t have those friends who are always willing to help, I think daily getting around would be very, very difficult.’
(Male, 19)

This interviewee expressed great frustration when dealing with the university system. Although some universities have a specialist unit for disabilities, it may be that some staff do not possess the understanding necessary to fully support a person with visual difficulties:

‘Having visited lots of Universities and speaking with their Disabilities Officers I think they have absolutely no idea about the extent of your mobility needs if you have a serious visual impairment.’  

(Male, 19)
However, starting from a specialist or boarding institution was not always positive for some interviewees. One interviewee who had been sent to a boarding school at the age of 18 months felt that this had been a totally negative experience, but that such establishments are no longer in existence.  This view was supported by other older interviewees who felt that they had suffered at the hands of overly strict and inexperienced teachers.  It was believed that such regimes were now history, with better training of teachers, higher ratios of staff to children and legislation to raise standards of care.

‘School was a cruel psychotic environment that no human being should be subjected to, frequent physical and emotional punishment’ 

(Male, 49)

Appropriate adaptive skills should be taught as early as possible and assessed at regular intervals to ensure that individuals have the right tools to engage fully in the educational process.  Braille had been helpful for those taught at an early stage as this is much more difficult to pick up later in life.

One interviewee had been brought up in Sweden and reported excellent support during his schooling.  Braille notes were provided for each lesson when the student arrived in class. Each child was also provided with an assistant.

‘Any child from the age of six automatically gets a computer in school with Braille display. Everything is set up for them…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 patchwork.’

(Male, 23)

Two younger interviewees felt that the support they received at school was ‘adequate’ and had no problems with it. 

Information

The main sources of information about available services included the following:

Websites – for specialised information e.g. Department of Work and Pensions, RNIB, Action Trust for the Blind, Guide Dogs, directgov, and for general interest and news. These were useful for those with some residual sight or with speech software on their computers. 

‘The internet makes it easier these days.  The radio means you can know what’s going on.  There’s nowhere the newspapers can tell you in Braille that’s up-to-date; it could be a few days old you see.  I suppose really I’d have to find out on the internet.’

(Male, 60)

However, website designers need to be aware of the needs of blind and partially sighted people when designing websites.    Some sites are completely graphically driven, with little written material, making them difficult for those with sight loss to use.  The BBC website was thought to be a good website with a helpful amount of text. 

Podcasts, particularly for a small number of younger interviewees.

National societies were important in providing information to those with sight loss e.g. RNIB, Macular Disease Society.

‘But we have a lot of contact with other groups, the RNIB, Macular Disease, any group that benefits and helps because we have so many different needs, we cannot just stick to one section of information.  Well I think it’s a very good idea because we found that not one person or one place can know everything.  Every person has a different experience and has different needs so one size does not always fit all.’

(Female, 41)

Audiotapes. These included the provision of newspapers and magazines as well as specific information tapes, but more of these are needed.

Local societies.  Where in touch with these, interviewees had found them very helpful and informative.  However, their existence was scattered and many were felt to cater mainly for older people.

Newsletters and magazines of both national and local societies for the blind provided a lot of information, but these were often wordy and took time for people to work through.

Word of mouth, particularly from other blind and partially sighted people

195 free telephone directory service

Some interviewees had experienced difficulties in obtaining information in formats suitable for their use.

‘To get people to do things like that, ‘oh we haven’t got the money to do that’.  I would say to that, ‘well, it’s covered under the Disability Discrimination Act and therefore in simple terms, if I ask for your help and information, you have a duty to present it to me in my preferred format’.  The standard response to that is, ‘oh, we’ll get back to you’.’

(Female, 41)

‘The only thing that I find quite irritating is when I get all the letters from the eye hospital in normal bog standard print… that’s one thing that has made things a bit of a pain in the bum.’

(Female, 28)

One particularly noted that pricing information is rarely available in Braille.

A difficulty encountered when travelling abroad was that information on a new place was unlikely to be available in an accessible format in English and interviewees were unable to use standard guidebooks.  They were therefore dependent on someone else to provide the relevant information.

‘I do like my independence.  That’s one thing I do hate about holidays.  That takes some of your independence away, because particularly those abroad, you want to be able to read the guidebooks that they have on offer in the hotel but you can’t because they’re just in print and they’re not in accessible formats.  It annoys me.  And of course I need to be taken everywhere when I’m in a hotel abroad.’

(Female, 39)

The increasing use of touch screen technology to provide information in public places meant that this was not available to blind and partially sighted people.

It appeared that many people had obtained information about services, equipment and general support largely by chance, by having met someone who told them about support available.

‘I wouldn’t have known anything if it wasn’t for meeting [another contact’s name] on that holiday by accident.’

(Female, 55)

Interviewees with different histories, eye conditions and lengths of time with sight loss favoured various modes of communication, e.g. large print, Braille, audio, electronic.  Hence it is clear that relevant information needs to be provided in as many different formats as possible so that all who could benefit are able to access the information.

6.11 Further support needed

Support at time of sight loss

A number of interviewees stressed that support needed to be focused on those in the transition stage from sight to sight loss, whether this is sudden or gradual, but particularly in the case of sudden loss.  This included a need for both practical and emotional support:

Someone to talk to who had been in a similar situation

Someone who could advise on day-to-day living/how to get about

Someone to advise on services available and how to access these

Financial advice – someone to advise on benefits.  This is particularly important for those losing their sight later in life who may have no idea of any financial support they may be entitled to.
However, this support needs to be provided in such a way that the individual is able to revisit information as they adjust to the situation and become more aware of what support would be most useful to them.  In the initial shock of diagnosis the key need may be for emotional support, with access to practical support being most important slightly later.  A detailed support pack providing information about support organisations and contacts that an individual could revisit at a later date would be extremely valuable.

‘You really need help when, I mean, I’ve got a friend who’s recently started losing her sight, and she said to me that she could see one day and not the next, and it’s so hard to explain to someone who’s sighted and they just can’t understand it, and the emotions that you’re going through are so different… You need a lot of support around that time. I think this support should be provided by a local authority or other blind people volunteering that have actually experienced it.’

(Female, 42)

‘You don’t want to be bombarded with paperwork, etc. because you’re in shock and you’re in guilt etc.  But there’s help there.  Other parts of the country there’s nothing, you get on with it and it’s appalling and that’s one of my big criticisms of lots of organisations for the blind that wherever you go in the country, whatever hospital you attend, there should be immediate, help, support.’

(Male, 64)

‘When you’re diagnosed, they need to give you – something you can read – and say, ‘this will help you. These are people you can contact. If you need some emotional support, if you need any help, just phone this number’. Should be given a leaflet detailing all sorts of information in the clinic – social life, employment, emotion. It should all be there… it’s such a shock. Everything needs to be there…’

(Female, 55)

‘The general response was ‘OK, you’re blind, that’s it, there’s nothing else we can do’.’

(Male, 31)

More information about possible reactions, e.g. to Charles Bonnet Syndrome, needs to be provided at the time of sight loss to reassure those already frightened by blindness that they do not have additional problems.

‘One of the things that your brain does is try to compensate and so you see things which aren’t there and you think that you’re losing your mind as well as your sight and nobody tells you about this at all and I think that was one of the… if somebody had told me that I would not be so worried.  I thought because I had an old person’s problem I was suffering from dementia already and who do you share that one with?  I kept quiet about that, yes.’

(Female, 61)

This need for support also applies as an eye condition progresses as this progression is not uniform.  There will be stages when sight may worsen rapidly and a number of interviewees described a point when they realised they had lost all their sight.  However, the need for additional support at these stages had rarely been recognised as the interviewee was already known to be coping with being partially sighted.

‘The problem is just when you go down each level, you get used to being on a plateau and then you’ve got to come to terms and then you’ve got to deal with that.  So I never know how far down the next step down is going to be and how I’m going to cope with it. ‘

(Female, 61)

Self-employment

Access to Work help cannot be obtained until a person is registered as self-employed, but if someone is starting their own business, they will need help before registering.  There is thus a need for volunteers/ government/ another organisation to provide support at this early stage.

Dealing with authorities

Mention was made of how useful it would be to have an intermediary to facilitate contact with authorities including councils, to ensure that a person with sight loss obtains the maximum amount of support from the system.

‘If there was somebody there to help, just someone to help if I’ve got problems, difficulties, the council.  At the end of a phone or just somebody for support.  Somebody that knows the system. I can sort most things out myself, but trying to take on the Council to try and get something they say no to.  That you’re trying to walk in to a bungalow and they’re pushing you in to a ground floor flat.  It’s hard work.’

(Male, 47)  

Transport/mobility

Transport represented a limitation for very many interviewees, unless they had a sighted partner available to drive them.  Taxis are the easiest form of transport, but their use is limited by cost.

‘! have a fairly good life but probably being able to get about more.  We have a free bus pass but… you have to get somebody to meet you the other end.  We get £40 worth of taxi vouchers but you can only go out eight times with that because you’ve got to use one each time and they’re only £5 worth - we used to have tokens and that used to work out better.  I prefer going by taxi because they pick you up where you are and it’s much better the other end.’

(Female, 47)

However, transport alone is insufficient if a person is unable to navigate the environment on arrival.  Provision of easily accessible help on arrival at a transport destination is therefore crucial.  Only a limited number of the interviewees had had the confidence to negotiate such situations (typically those who had long term sight loss), but where they had done so it gave them considerable satisfaction in enhancing their independence.

‘My mobility is good but it’s very difficult getting around railway stations and airports and huge great big places like that, there are so many problems.  And you can say ‘right well I will do this, oh no it takes ages’ and you miss your train and so what you proving really - that you’ve managed to do it and you may not succeed in doing it, so it’s just quicker sometimes to accept help when it’s there.’

(Male, 64)

Mobility training had often been provided to interviewees, but frequently on too limited a basis.  Some interviewees had received, for example, a single training session with a long cane provided by the local authority.  A longer period of training, preferably provided on a one-to-one basis within the local environment the individual needs to negotiate, would be valued.  Social Services was expected to be the provider of such assistance whenever someone with sight loss moved to a new area, but this provision was said to be very patchy at present.

Although announcements are made at train and Underground stations and on trains, these cannot be relied upon as they are not always present. There is a need for consistency of such provision across all public transport.

Going out

A major barrier which concerned many of the respondents was for their safety in the external environment, especially high density traffic, busy town centres, and in unfamiliar places.  One interviewee described the fact that she could not tell how close a road was on one side, hence going out with someone else made her safe if that person walked on the road side.   Hence a number of interviewees would welcome access to a ‘walker’ i.e. someone who would walk with them where they wanted to go to help keep them safe. Ideally it would be possible to ‘book’ such a service by a telephone call and it would be available to meet the person at an agreed destination, e.g. from a taxi or bus or train.
Younger interviewees also mentioned a need for social support that would enable them to go to places where they could meet a wider range of people.  Being out alone in, say, London late at night at weekends could present particular problems for young people with sight problems when faced with people who are drunk and unruly.

More help could be provided to support blind and partially sighted people in planning days out, particularly when these may be family activities.  This could include transport and accessibility details.  The RNIB website was felt to be an obvious place they would look for this information.

Help with shopping 

What is needed is not simply someone to do shopping for a person with sight loss, but rather someone to shop with them.  This addresses not only the need to shop, but the need to get out as those with sight problems can become very isolated.

There was considerable awareness of the availability of ‘shoppers’ to assist in supermarkets, but not all interviewees liked to use their services, the most independent feeling that there were others worse off than themselves.  If a shopper was not used, some interviewees had considerable difficulty with food shopping, recognising items by their packaging and experiencing problems if packaging or position in the store was altered.

Household tasks

For those who live alone, or with a blind or partially sighted partner, a home help to help with cleaning and generally sorting things out domestically would be a great support.  Such individuals find the fact that they cannot see where they have put something particularly trying.
‘I would have liked someone who comes in just once a week or something when I can show them something.  Show letters.  You see I buy food and with the instructions, I mean you buy packet food and it says on the back… electricity cooker, fan, and so on.  You can’t read the temperature, can’t read the time of cooking, you always have to go to someone to ask.’

(Female, 87)

Several interviewees noted that assistance in learning how to carry out household tasks, particularly cooking, would be valued, for example a local college class.  Such courses need to be local, given the transport difficulties faced by those with sight loss.

‘Would like to learn how do things properly, learn how to cut things, but there is no where locally for me to learn this.’

(Female, 46)

‘I suppose trying to find out about microwave cookery classes.  I’d love to be able to do stuff from scratch.  I’m not usually somebody who can stand around a lot and kind of keep hold of pans and that sort of thing.’

(Female, 24)

There are many small household tasks that someone with sight loss may find difficult to carry out, e.g. adjusting a TV, changing light bulbs, setting timers.  Being able to access a local sighted contact could make life very much easier in these respects.

Housing

For several of the younger interviewees who had experienced sight loss since their early years living independently was a goal, but one not easily achieved without support. There are organisations that assist with obtaining appropriate accommodation for people with disabilities, but the limited experience of a few interviewees suggested there are some reservations with what exists currently in some areas.

‘I’m trying to get a place in [city] right now so I’m closer to work and we’ve got this thing called Places for People who are kind of on the case and they are so slow, it’s beyond belief.  We’ve got all this paperwork to do and then they said ‘oh, we think you’ll be in band 6’, which is the lowest, that could take absolutely years to do anything.  But originally I was told that as long as long you’ve got a connection with the city or something you stand a chance of getting somewhere and if you’ve got a job you’re slightly higher priority.  It doesn’t look that way to me.’

(Male, 31)

‘Housing is a bit of a pain because obviously as a visually impaired person I’ve got to live somewhere near university and in halls, halls aren’t a very nice place sometimes and it’s really difficult to make friends and find somewhere to live with people.  I’m trying to live out of halls next year but I’ve made some friends and stuff, got to know people but it’s just a case of trying to find a house that’s right near the university.’

(Female, 19)

One interviewee lived in a sheltered flat and praised the suitability of the environment, e.g. steps painted white, good lighting, etc.  However, this provision appeared to be limited and mostly available to older people or those with multiple difficulties.

The mother of a partially sighted interviewee with Down’s Syndrome felt that support in making modifications within the home to support her child was significantly lacking. In a recent assessment, it was judged that they would only require two handrails despite the fact that the kitchen is a dangerous area and would require the floor being levelled. As a result, the mother is personally making these modifications because her local council deems these additions unnecessary. 

As with many other support services, it appeared that provision varied substantially between different areas, with one area (Nottingham) having a specific organisation dealing with housing provision for those with disabilities which was deemed by local interviewees to be very helpful indeed.  This organisation assigned a support worker, enabled clients to bid for properties and provided support services when people moved in. Wider provision of this type of support would be a significant step in helping younger people to live independent lives.

‘Places for People do help with [independent living support] as well, they help with that side of things.  They help you with budget if you want it, they help you with a cleaner if you want it.  There’s all kinds of things they can help you with.  And they put you in touch with different support people that can help with that as well.  There is something out there; you don’t feel like you’re on your own.’

(Male, 24)

‘I moved out of student accommodation into my own flat after I finished at university and [they] help with things like transferring your benefits over, making sure you get any bills in the right format, having your own place and being able to live there independently.  It’s a really good service.  I think it should be much wider publicised.’

(Female, 24)

Counselling/emotional support 

This is particularly important as the point where someone loses their sight.  One extreme example of the need for emotional support at this stage was provided by an interviewee whose husband had left her; when she lost her sight he felt that this resulted in unwanted limitations on his life, and therefore decided that he was no longer able to remain with her.

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

(Female, 56)

Some counselling had been offered to a small number of interviewees at the time of diagnosis, but for some people the need for counselling developed as time went on and they felt they had not come to terms with their situation.  This was particularly true of young people growing up and realising the limitations that their sight loss might present.

‘Having counselling is something I’ve been thinking about because again in this sort of last couple of years when I’ve been having a bit of a think about who I am and where I’m going and all that, one of the things that occurred to me was that maybe I never even got the chance to accept or appreciate, well just acknowledge the fact that I am blind and quite a lot of the time I just push it to the back of my mind.’

(Male, 24)

Those who had experienced sight loss for a long time and had not worked frequently had few sighted friends as they had not had the opportunity to meet a wider range of people.  Hence they lacked the emotional support often provided by a group of friends, particularly females.

‘Well I haven’t got, what you’d call, friends.  I would like to have, I’d like to have friends that I could go out with, have a cup of coffee with or a meal with, or go out shopping with, that would be lovely but I haven’t got any friends of that sort.  I’ve got friends here [blind club] of course, but they’re in the same position as me.’

(Female, 39)

Many older people simply expressed a wish to have someone to talk to who would understand their situation and provide some emotional support.  They were at a stage of life when they were losing their friends and their loss of sight increased their isolation.

‘I’ve got a family but you can talk to other people better than you can your family, well I find that anyway and a lot more people too that I’ve spoken to.  I’ll miss [my best friend] forever, I’m sure I will… I really miss her, you know for talking to.  That’s what we haven’t got; people to talk to… I’m sure most people who are blind would like somebody to talk to.’

(Female, 89)


Social groups

Social groups for those with sight loss tended to be attended mainly by older people and to be held during the day when they could not be accessed by people in work. Given that these groups were such an important source of support and information to those who attended, there is a need for provision for a wider range of ages and different life stages.

‘I think a lot of these places cater for blind people who aren’t working which I think it’s generally accepted that blind people don’t work although that’s wrong, in the day they’ll have these clubs and obviously when I went to work I had to give that up.  All right, it was a social thing, you did basket making and whatever, but all that went out of the window.’

(Male, 46)

Some younger interviewees felt that they had really had to search for social networks appropriate for their age and that looking through a large amount of information on the internet using speech software could be very long-winded.  Also, it was important for many of these interviewees that they should be able to join groups of like-minded people, particularly in terms of their aspirations for independence.

One interviewee specifically said that the biggest barrier they faced was getting to know new people in and out of school. More often than not, they get around through relying on friends or family to introduce them to new people, usually with the other person speaking first. 

Information dissemination

There were a number of suggestions indicating that information about support and services available was very much ‘hit and miss’, with it appearing that many blind and partially sighted people do not know what can be provided.  It was suggested that there should be an organisation to direct people to services locally, perhaps a national organisation with local knowledge.  This would most likely be a voluntary organisation, but perhaps with some government support.

‘It’s not to say it is not there, but unless someone tells you about it, you never know… it should be a matter of course you get this and this [referring to rehabilitation].’

(Female, 57)

Working together

There was a perceived need for different organisations, particularly in the voluntary sector, to work together to a greater extent than was believed to be the case at present.  This would prevent overlap in the provision of services, improve communication, and lead to more comprehensive information to be made available to those with sight loss.

‘There has to be some sort of encouragement for people to work together and value what is already there, instead of recreating it.’

(Female, 56)

‘I think although some might know some services of other organisations, I don’t think most of them know each other’s if you know what I mean.  We should all get together and have an information session about what do we all do.’

(Female, 24)

It was suggested that there are a lot of charities and other services that appear to be competing with each other, although they offer different services.  They need to share knowledge to make the best use of their resources.  A more holistic approach, with input also from government, would be welcomed, as many considered services too diffuse at present.

‘They are limited in what they can achieve without linking up….By looking holistically they can do more for a person’

(Female, 46)

A common observation was that charities dealing with those with sight loss did not employ many blind or partially sighted people.  This led to some cynicism with respect to the role of such charities.

Display of RNIB equipment, etc.

This had been provided in some areas, at societies or seminars, but others suggested that such displays would be very useful to supplement the RNIB catalogue if they could actually see or handle equipment.  A couple of interviewees mentioned that a form of Sat Nav as a mobility aid for those with sight loss would be very helpful.  One or two believed this to be in development or already available, but expected it to be prohibitively expensive.
Specialised reading equipment

A key need for a number of interviewees was equipment that could read letters and documents to them.  Several noted that although other people read letters to them, they would like to be able to do this privately rather than through an intermediary.  They also often had to wait for someone to be available to read to them, and sometimes missed appointments as a result of this delay.

Reduction in cost of specialist equipment 

This was cited as a need by many interviewees, especially younger and middle aged.  Many blind and partially sighted people are on benefits or low incomes, but the equipment they require is more expensive than mainstream equipment.  Some had tried cheaper versions of software but had found these unsatisfactory.

‘If people are registered blind they should be assessed with the support and the government should be able to help them do it.  I mean I’ve had to botch mine together out of old bits of hardware and software and cast-offs of copies of Jaws that people don’t want any more.’

(Male, 31)

‘Accessing my computer.  It’s more the financial aspect of it all rather than like specific things, like not having the money to buy the software for my computer.  I mean it’s harder for me to find work, not having the money to buy better proper filters, changing sunglasses means that I have a harder time getting around outside at night with the lights.  It’s all stuff like that, it’s all like the finance around it.’

(Female, 28)

‘That’s another thing that really hurt me; you suddenly can’t see and equipment costs a fortune! The price of any of this equipment is so expensive. To buy a new reader it costs £2,500! And when you don’t have a job or any income, it’s just impossible…’

(Female, 55)

Specialist equipment/services most needed included:
· Computer-related, esp. software

· Mobile phones adapted for texting by those with sight loss

· Readers

· Audio description on TV

One interviewee noted that although Microsoft incorporates some assistive technology into their software, this is handled better by Apple as it is part of their operating system, but then the issues of compatibility arise. 

Specialist computer needs

Interviewees need assistance with accessing appropriate computer software and in funding its purchase.  In some cases they also needed tuition in how to use this software.

‘I’m currently awaiting funding because my talking software costs £400 for my computer.  I can use computers the same as you can and probably will but because I need the software, why should it cost £400 when you could go to Tesco’s and buy a bit of kit for 20 quid?’

(Female, 41)

A further computer need is for documents to be provided in Word rather than PDF, as interviewees needed to be able to manipulate a document to maximise its legibility for them.  Many websites are geared towards visuals, greater use of text means that reading software can deal with the information.

· Greater public awareness of difficulties

· There was felt to be a need for the general public and those providing services to be more aware of the difficulties faced by those with sight loss.  Examples included:


· Need for labels and prices in shops to be printed larger

· Not parking on the pavement

· Not leaving obstacles on walkways

· Making Internet sites compatible with assistive technology

· Greater understanding of the influence of light levels and light quality on what a person with visual difficulties can see.
‘I think they think blind is blind, that you’re blind or you’re not blind.  If you’ve got a bit of vision and they see you getting about, they won’t help because you can see.’

(Male,46)

· Using chip and pin card impossible for those with sight loss – have chip and signature cards but some shops have refused to take these.  Need a means of withdrawing money via cashpoints, as blind and partially sighted people cannot use these at present.

· Design of plastic food packaging for ease of opening

· Labelling of CDs and DVDs (interviewees reported having to play a few minutes to find out what it is)

· Greater awareness of the need to allow guide dogs onto premises. 
‘I have been in situations where ordinary cafes will not allow guide dogs… people are not educated about guide dogs, although it is getting better….In Oxfordshire, there are a lot of Indian, Bangladeshi, Chinese restaurants that will not take dogs.’

(Male, 49)

Part of this is simply the need for the general public to be more aware of the difficulties encountered by those with sight loss, or, indeed, other disabilities.

‘An awful lot of it could be solved by people being more considerate; but they’re not.’

(Female, 33)

‘In the street people say hello and I’ve no idea who they are and I don’t know whether to say ‘who is it’ or just say hello and get on with things, I don’t know how to handle it myself.  Sometimes it’s a casual acquaintance that says hello; sometimes it’s somebody that knows me quite well.  Of course I would prefer it if they said who they are; one in a thousand do that.’

(Female, 84)

A number of those who described themselves as ‘looking normal’ had experienced a lack of acceptance of their disability among the public, with some having even experienced hostility, for example, in the workplace.  There was a suggestion that they did not have a real disability, but that they were simply looking for additional attention or were lazy.  It was clear that most people had little understanding of the severe limitations of sight loss.  Some interviewees seemed to be caught between being proud of the fact they were able to function so well that people made few allowances for them and being frustrated that their difficulties were not acknowledged.

‘I look okay but no-one can understand that I have a sight problem.’

(Female, 69)

Financial support

While many interviewees felt that their life would be easier if their DLA were greater so that they could pay for more taxis and help in the home, some felt that the focus should be on getting more blind and partially sighted people back into work rather than dependent on benefits for the long term. 

‘I know some people who say ‘why should I go to an office everyday, I can do anything I want’… the benefits will cover a multitude of sins.’

(Male, 49)

Several noted that there is a need for appreciation of the fact that those with sight loss experience serious mobility limitations although these are not physical.  Disability benefits should acknowledge these limitations.  The application forms are geared towards those with physical difficulties and fail to acknowledge the breadth of the difficulties suffered by those with sight loss.

‘Blind people need the same help and the same amount of money and care what people do with mobility issues because that’s what we’ve got, a mobility issue.  Blind people do get less.  All I get is low rate mobility, which is something like £15 a week, £20 a week, somebody who’s got bad legs or whatever they get something like £40, £50 a week.  It’s not right, it really isn’t.’

(Male, 47)

Interviewees included those who wanted to work as volunteers, but with some form of qualification.  Without independent means, they were unable to pay for training, such as in counselling or IT.

‘I went to CRUSE, the bereavement group, but then they said ‘for six months it’s going to cost you nearly £500’; I can’t do it.  So I’ve got to add transport costs on because I don’t have my own car, you know and things like that.  Why does everything, when you’re volunteering, have to be so damned expensive?’

(Female, 51)

People with visual difficulties needed to pay for help for many everyday tasks, and many activities had greater cost implications.

‘It might only be a bag of crisps but I want it now and I can’t get it.  I can’t jump in the car, I’m too far from the shops to nip out and get it.  I could phone up my taxi driver friend and he charges £7 return, oh yes then £3 waiting, so that would be £10 for a bag of crisps… so that’s what I probably miss most, the flexibility to do something I want to do.’

(Male, 68)

Personal care budget

When asked about how individuals would spend a personal care budget, three groups of responses were identified:

· Those who did not feel that they needed or were justified in expecting further financial support

· Those who would appreciate further financial support, but could not identify specific items/services that would improve their lives

· Those who did have views on how they would spend a personal care budget most frequently mentioned transport (taxis), reading, cleaning, someone to take them out, and computer equipment/software.

Key items on which a personal care budget would be spent were the following:

· Someone to read documents, especially those that are in PDF formats

· Electronic magnifier to read documents at home

· Someone to read documents/letters to person

· Support for house cleaning/gardening

· Transport, especially taxis or a car and driver for longer journeys

· Someone to take person shopping, out for coffee

‘I would buy a friend or a support worker to take me out one day a week to go and do my shopping and go to an art gallery or places, just go to a coffee shop and sit down.  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.’

(Female, 28)

Someone to accompany on holiday

‘I would spend it on someone to go shopping with me, because that would give my daughter a rest.  I would spend it on getting somebody in to clean and somebody to go on holiday because if I pay somebody to go on holiday (but they paid their own way) but I paid them like I would do if they were coming in the house to clean, then we could go away and there would be somebody there.’

(Male, 47)

These were felt to be most important for those living on their own, as family and partners helped with many of these tasks.

· Computers and software – very expensive, and needs regular updating

· Colour detector for clothes matching

· Mobile phone with voice technology

· Equipment, e.g. talking scales 

· Bleeper to help locate lost items

· Make-up lessons and personal care, e.g. nails

· Gym membership

Older interviewees were less likely to be able to identify needs that could be addressed by financial provision, other than transport.  A number expressed the view that their life was as good as it could be given their visual (and other health) difficulties and that they now expected to ‘just get on with it’.

Leisure activities

Several interviewees noted that visual difficulties can result in a sedentary lifestyle because it is difficult for people with sight problems to take part in sports and that lack of exercise can then lead to other health problems.  While it was possible for some interviewees to take part in sports they usually needed a sighted companion, e.g. to play golf and someone might only be willing to give up their own game to do this very occasionally.  Sport offered further advantages for those with sight loss in providing them with social opportunities with a wider range of people.

‘I don’t really get any exercise only to walk in to [local town] every Friday or Saturday, that’s really for shopping.  We have got a gym but of course it’s in the town centre.’

(Female, 39)

‘Well I joined a walking club at one time … Well, I had a struggle but I did manage to work up a good speed.  I stopped going because I didn’t feel very welcome.  I’m sure it was to do with my sight.  They were in their own little clique you know and I joined the club and I got one woman who said she’d help me but she was extremely capable and she walked quicker as well.  I got the feeling she didn’t want to bother again and it didn’t take much to put me off you know.’

(Female, 84)

One respondent managed to swim by arriving at the pool very early before there were too many people she might bump into.  Others attended swimming sessions especially catering for their needs.

Several interviewees belonged to blind golf associations and enjoyed playing golf.  However, they recognised their dependence on the availability of a sighted ‘buddy’ to help them round the course.

Audio-described performances at the theatre and cinema were popular, but many cinemas did not offer this facility.

‘To be able to go and watch Harry Potter with my husband and children and know what was happening, I cannot tell you how good that felt, I cried.’
(Female, 46)

One respondent noted that her access to leisure pursuits was limited by perceptions of health and safety. She felt restricted by this and would like to be able to participate in more challenging activities, such as galloping when horse riding.  Taking part in challenging activities had the two-fold benefit of making the individual feel more positive and demonstrating to others that those with sight loss have many capabilities.  Activities undertaken included archery, ten pin bowling, carriage driving as well as riding.  However, some felt that those with sight might only see the limitations of those with sight loss.

‘Because life to me as a blind person is only limited by sighted people’s short sightedness.  The amount of times I’ve said to people, ‘can I try this’?  ‘Why d’you want to do that?’  I’m not asking you why you want to do it so why should you ask me?  I used to do it before; I still want to know if I can do it.  I’m not stupid enough to put myself in danger or anybody else but the fact there’s a challenge and if I think I can physically cope then why not let me have a go, I might surprise you.’

(Female, 41)

‘I would like to do mountain climbing but then again it’s the expense of it as well.  I have abseiled.  It was brilliant.  I loved it, going over the top.  I mean we did it down the Civic Centre… and that was over 100 feet high and it was the first time I’d done it.  I just went over the top and went down.  It was brilliant, no nerves, nothing, nothing at all.’

(Male, 47)

Holidays were a particular area where those with sight loss found their disability seriously limiting.  While organisations such as Vitalise were cited as providing holidays for those with sight loss, even these holidays did not fully take account of the limitations of the participants as they tended to focus on sight-seeing.  Access to holidays that give thought to the experiences that those who cannot see would most enjoy is much needed.

Activities with sighted people

Several interviewees expressed the view that leisure activities should be done with sighted people.  This helps those with sight loss and broadens the sighted person’s perceptions of disability.  A centre used by both sighted and those with sight loss would help to achieve this.

‘Good for the blind person and good for the sighted person, I have made friends like that from my hand radio club. It makes for a wonderful community.’

(Male, 63)

‘So come along and look at us, we’re normal.  You have times when you can’t find your glasses, you need lights on, you burn food.  We don’t!  We don’t need glasses.  What I’d like to do is make them see how life can be just as simple if only they knew how and why should we have to keep telling people how normal we can be when we are normal.’

(Female, 41)

‘Probably it’s preference to have support [to go to the theatre], it’s better.  If it’s a particular thing that you want to go and see and none of your friends want to go, I think you’d go but if someone else went you’d probably go with them; it’s the company really.  And also a lot of these places insist that you have a guide anyway.  You have to pay the full price if you don’t have anybody with you.  You get a discount if you have a guide, two can go for the price of one.’

(Male, 60)

‘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! ‘

(Male, 31)

Delivery of support

The way in which support is delivered is important in maintaining a person’s self respect.  It is also important that help is offered at the time when it is needed and not when the service provider feels it should be provided.
‘I’m still a human being, I still like the same things, I still want the same things, I still like the same food, I don’t just need a little bit of help to do things my way, I can cope with it.  A lot of help can be offered but sometimes I need to be able to take the help and it would be nice if people came along and said ‘we’ve got this on offer, do you feel ready to do it or can I come back and see you in six months’?’

(Female, 51)

‘When I need help I ask for it but I don’t want help forced on me.’

(Female, 51)

It is all-important that service providers are not patronising, even though they may mean well.

It is clear that not all services and support are available in all areas, although there is a wide range of provision overall.  For example, one interviewee had relocated as a teenager with his family in order to obtain support when he lost his sight.

‘It’s awkward to know how to put it; my life’s changed a lot.  I had to come from Wales up to England.  Where I was in Wales I wasn’t covered.  There was nothing there for us.  Here there’s 100% more to do.’

(Male, 40)

7. Detailed Findings – Carers
7.1  Informal carers

Effect on relationship between carer and person with sight loss

Where a sighted spouse helped the person with sight loss, it was clear that this had an effect on the relationship between them.  One carer described a very independent partner and a situation that required him to be very careful not to help too much.

‘I do have to be careful that I’m not too obtrusive, if you see what I mean, because if she feels she’s being namby pambied all the time then she resents it.  I mean she resents the whole thing, quite naturally….But she does resent it if I fuss her too much and there’s a fine line between fussing too much and trying to be supportive and the supportiveness is not always appreciated!  We have this ‘I’m only trying to help’, classic words that we shout at each other occasionally.’

‘How much extra support she would have accepted is a big question because she is very independent.  I don’t probably do quite as much as I should do around the place, I don’t tend to be terribly good at cleaning, I don’t mend.  I do the ironing, I do quite a bit of that, I do all the washing up, she does all the cooking and that’s the deal we have, you know, who cooks doesn’t wash up.  I would like to try to help her more but she won’t have it.’

(Husband of person with sight loss)

A partner with sight loss is also a source of worry, but with the carer having to conceal their worries if they are to allow the person with sight loss to retain what independence they can.  The carer may feel they walk a tightrope in providing support while not being resented.

‘Yes, I do worry about her.  Not a vast amount because she is actually fairly confident.  I do worry about crossing roads with the way that people drive and given that she very rarely puts her white stick out.’

‘I mean we deliberately don’t try to do everything together all the time, if you see what I mean.  I don’t want her to feel that she is disabled and therefore has to be accompanied and you know carried from pillar to post. …she goes out fairly regularly with friends to music and occasionally to the theatre and things like that in town.  I see the importance of that to feel that she’s got some ability to do some of the things that she wants to do without feeling that she’s got to drag me along there.  I represent ‘having to be taken’ I think, if you see what I mean, in a situation like that.’  

(Husband of person with sight loss)

Having a blind or partially sighted partner affects the division of labour within the couple and can lead to resentment on the part of the sighted partner who has to carry out many household tasks that they would normally expect their partner to do, or assist with.

‘I find sometimes supporting him, sometimes it is difficult to separate off when you are a wife and when you are doing something that other wives wouldn’t be needing to do. Ironing a shirt is fine and he said he used to iron his shirts but he prefers me to do it because I can see and make a better job of it and he can burn himself. But I am a fairly liberated person and not that brilliant on housework and I might have left that to him. But a lot of people regard that as a woman’s role.’

(Wife of person with sight loss)

‘I find it quite hard having to do everything. I know it’s not his fault but I do find that quite hard. I felt like I’ve had another child, in a way, as I’ve had to do everything… like jobs around the house, gardening. All things like that.’

(Wife of person with sight loss)

Carers were very aware of the frustrations felt by blind and partially sighted partners when they were unable to do something and exhibited tolerance and patience in their approach, although this could in turn lead to frustration on the part of the carer.

‘Sometimes I can feel this desperate need for him to want to take part and to want to feel that he is doing his share and we are all working together. Sometimes it is not necessarily going to be time effective or efficient because it may take twice as long but then I think ‘well, it is a good thing if [my husband] feels that we are both working as a team’ so we try to do that.’

(Wife of person with sight loss)

‘That was quite upsetting when he was coming home and telling me tales of people that were horrible to him, or people that had been really nice to him.  It does have quite an impact on me, listening to the troubles that he has and gets me quite irate when I hear of some people doing certain things. I suppose people don’t understand do they?’

(Wife of person with sight loss)

There was some evidence that the person with a visual difficulty cared for was not always as tolerant of the efforts made by their carer as they might be, adding a further stress to the relationship.

‘He thought it might have been my fault when in a crowded situation and he might have bumped into somebody. So if I was making mistakes like that, guiding and reading sometimes adjusting to that, I felt very, very responsible and I still do, I try my very hardest to make sure that I am not putting him at any risk but if I forget something or a bit of a kerb and he jars himself or trips he might react and I feel really guilty.’

(Wife of person with sight loss)

Where the carer is a parent of an adult blind or partially sighted child, it can be difficult to provide the right balance between continuing to provide support where it is needed, but allowing the individual to live an independent life.  Parents of adults with sight loss hoped for their independence while fearing for the difficulties and dangers this would bring.

‘In a way I would [provide help] but it would have to be of a certain sort so that he is not offended or not compromised.’

(Mother of adult with sight loss)

‘When he first used to go out on his own I used to follow him… you do, you do at first.  He knew eventually, he didn’t at first but eventually he knew that I used to follow him.  I think that’s why sometimes he started going out when I wasn’t about!’

(Mother of adult with sight loss)

‘I think he’s very, very vulnerable in that situation.  Nighttimes, nightclubs, pubs and that at night, I don’t like that idea, but then I don’t think many of my friends really like their sons going out either particularly but you can’t stop them.’

(Mother of adult with sight loss)

‘Although I don’t get a lot of respite, she’s in a regular group, she’s with the same sort of children that she knows and it’s all very familiar.  And the scary thought of going from that to Adult Services, is that I could ask for a week’s respite but she could be with anybody from 18 to 40 to 60 odd and that scares the life out of me for a young 17-year old child.’
(Mother of adult with sight loss)

One carer provided support to an adult child who suffered from multiple conditions, including epilepsy, a heart condition, learning difficulties, and autism. The task had been extremely wearing, especially as Social Services had been inconsistent with support offered. This carer felt that social services were reluctant to provide support because of limited availability and lack of funding:

‘There’s a lot of parents like myself I think that would like a little bit more [from Social Services] but don’t want to drain the whole system.  But three’s just not quite enough there that you don’t feel pressured or stressed out by it all.  But I think they daren’t wedge open that door because then everyone will want more, more and more and more.  And I think that’s why they don’t.  I think people are reasonable but I think the system, they try to be fair, but it doesn’t necessarily work that they.  If we were all on whatever we wanted and took up allocation of our hours and then ran out of money then everybody, the whole service, is reduced.’ 

(Mother of 17-year-old person with sight loss)

This carer was reluctant to become involved in support networks. The carer did not necessarily seek more regular support rather they would prefer that the information was available to obtain help as and when it is needed.

‘I think with support you don’t need it all of the time… people get tired or they don’t need the support, or they learn to cope.  People need support as and when.  You come up to a certain situation that you need help to deal with and I think that’s why one resource would be really good because people dip in and out.  I don’t think you need it constantly because it’s quite depressing because you go to a meeting and everyone talks about their own problems and you think ‘oh, great’.’
(Mother of 17-year-old person with sight loss)

In fact, because of the level of care this carer’s child needed, due to the compounding effect of their multiple conditions, it was more appropriate for carer and child to be with each other almost all the time. However, the carer appreciated that if they could find someone who can be trusted and who can engage with the child, then it would be beneficial to both parties:

‘It’s easier just to have her at home whereas I think if she had somebody who was young who came to pick her up and engaged her, and took her out and went with her… she’s leaving me, she finds it harder, but if they came to her and then talked to her and then got her engaged, then she’ll go off with them.  And that’s always been a tricky thing for us to do.’
(Mother of 17-year-old person with sight loss)

As outlined earlier, the relationship between carer and the blind or partially-sighted person can compound stress whatever the degree of affection on which it is based.

‘I’ve always said to friends that they had a little grandfather clock and the pendulum is swinging quite normally and one side is love and the other side is… frustration maybe and the pendulum is swinging quite normally for normal children and occasionally it swings a little bit higher when they are getting a bit naughty or something like that.  With a disabled child, it goes from, you want to put them back in your womb because you want to protect them so much and the other time you think ‘oh just go away’.  And the pendulum swings from one side to the other so much higher up than normal children who can sense that they’re pushing the boundaries… they haven’t got all the senses to understand it.  And in terms of the love side of it, you can’t protect them and so it’s just heartbreaking you want to protect them so much but then it’s so very frustrating if they’re kicking off in the middle of town and everybody’s staring at you.’
(Mother of 17-year-old person with sight loss)

Effect on family

There is also an effect on any family a couple have, with the blind or partially sighted partner being unable to take the expected role in the parenting relationship.

‘I think our son has missed out because of it; [my husband] even says it himself.  Other Dads like to take them fishing and just being able to take them out somewhere in the car, just him and his son. Of course that’s never been able to happen.’

(Wife of person with sight loss)

In cases where a child has a sight problem, this can affect the whole family, as there it a tendency to arrange life around the blind or partially sighted family member.  This in turn represented a restriction on the lives of any siblings.

‘It just meant totally that your whole outlook changed as a family.  We didn’t know what we could do anymore.  We had no - what was acceptable or what was fun for him?  We tried everything to revolve round his life really; I would say we did quite a lot of that.  So we put our things on hold, like things we’d normally do with the family… we sort of just tried to make it all fit in with what he would enjoy; we did quite a lot at first, quite a few years actually, even now I suppose a bit.’

(Mother of adult with sight loss)


Additional support

It was noted that if a person with a sight condition had a partner there was an expectation that the partner would provide all the support needed.  Frequently little additional support was therefore offered, either by family members or in the form of additional services.  One carer admitted that it was in many ways easier to provide support such as reading when it was required rather than waiting for someone else to come in to help, and also recognised that there was an element of possessiveness in her provision of support.  Hence the best additional services would be in terms of support for household tasks such as cleaning to give more time for the carer to personally support the person experiencing sight loss.

‘I think they are less likely to support someone with a carer, I think they are looking for people who are on their own. So that would be someone to read to [my husband] and that sort of thing. But you’d have to save all the stuff you’ve got to read until that person comes but with me being here all the time it is easier to ask ‘oh what does that say’ and again it is having an outsider person coming in.’

(Wife of person with sight loss)

Activities

Couples were faced with the difficulty of finding activities that the carer and the blind or partially sighted person could enjoy together.  This was particularly difficult for young people, and especially in a rural area.

‘Our social life has changed quite a bit because we’re having to adapt.  We were quite strong – most of our evenings were taken up playing video games on the telly and that; obviously that’s all out the window now so we’re struggling to find things to compensate for what we used to do…We’ve been trying to find people that are our age that still want to do sort of young things.’

(Wife of person with sight loss)

It was very difficult for the carer when other people failed to acknowledge the blind or partially sighted person as the capable individual their partner knew them to be.

‘[Action for Blind People] did suggest the other day that we went to the [local] college to try and get on a course.  Well that was awful; it just knocked me back for six.  I think it was the wrong sort of thing to go to because it was like an open evening with loads of students bustling around and they looked at me and [my husband] like we were two aliens.  It was awful.  And they were speaking to me constantly whereas we were talking about [my husband] and he was stood there but they were just ignoring him and just talking to me.  It was awful.’

(Wife of person with sight loss)

Impact on health and state of mind of carer

There was some evidence of the impact of a partner’s or child’s sight loss on the mental health of the sighted partner.  Concern for their partner or child, distress on their behalf and limitations on their own life all took a toll.

‘It’s really quite hard for me.  In about January I went to the doctors because I’m suffering with stress from it all and they’ve basically put me on the counselling waiting list… and also I’m on antidepressants but I’m only on 15mg, I’m trying to cope as best as I can, but I just needed something to stop me crying… I was getting to the point where (obviously I am trying to work as well) and I was going into work and crying all the time.’

(Wife of person with sight loss)


‘I was really upset.  I cried virtually every day for years.  Not massive amounts but, say I was doing the housework and his photo from school where he was like - I’d sort of like dust it and think ‘oh’ and there would be tears coming down my face.  Things like that, but I don’t do that now.  Time does sort of heal - that sort of thing.’

(Mother of person with sight loss)

Concerns for the carer’s health

Given that the person with sight loss may be heavily dependent on a partner or family member for everyday support, the health of that carer is an important issue particularly as they grow older.  This was a source of anxiety in some cases.

‘And she’s always nervous when there’s just the two of us abroad in case something happens to me and she’s in a strange place.  It’s easy to understand that, it’s very difficult to do anything about it because all one can do is hope that things go okay but I mean if we’re ever out in the wilds somewhere and something happened to me she obviously wouldn’t be able to drive back or anything like that…There is a responsibility there, yes.  I hope that everything will keep going.  I worry that something, I mean I was in hospital for a bit last year, I was taken ill and had to have an operation in the end.  It was nothing major but it just, you know, you can see that it worries her more than it would anybody else.’

(Husband of person with sight loss)

‘I worry about my hearing loss and how that will affect us. And I worry that I will come disabled and whether he’ll be able to look after me.  We have a good lifestyle… which relies on me remaining in as good a health as possible.’

(Wife of person with sight loss)

Information for carers

There was felt to be a need for information provision for carers, both with respect to support for the person experiencing sight loss and support for carers themselves, to put them in the best possible position to help the blind or partially sighted person.  They themselves felt shocked and in need of support given a diagnosis of sight loss for a child or partner.  Very little information had been provided to help carers.

‘It was devastating because as a sighted person you know exactly what they are going to be missing.’

(Mother of adult with sight loss)

‘I’m constantly on the internet all the time looking for what blind people do and stuff.  I’m always putting searches on that.  And I go on the RNIB website quite a lot, that’s helpful.’

(Wife of person with sight loss)

‘I don’t know really, it’s hard to know what they are supposed to do isn’t it really… it’s been so hard finding out information of how to get help from places.’

(Wife of person with sight loss)

Further issues noted by informal carers

Carers noted the following as particular needs of those with sight loss.  Better provision in these respects would make the carer’s life easier and improve the relationship where there is a couple by providing some different input for the person with sight loss.

· Transport – so not so dependent on a sighted partner

· Social groups – better provision for younger people to provide an outside stimulus

7.2  Carers in a residential home

Two support workers in a residential home for those with learning difficulties as well as sight loss stressed the importance of treating all residents as individuals. They aimed to provide a wide range of activities that residents could participate in, but to give them a choice as to whether they wanted to take part or not.  They believed this was a key change from earlier approaches to caring that were more regimented.

‘Respecting them, respecting their wishes because everybody’s an individual.’

Key issues for their residents related particularly to the understanding of the wider community. This required patience on the part of other people and particularly in the local shops and services used.  There was also a need for greater education of young people to understand and be aware of the needs of those with disabilities.

‘Well, I mean sometimes people haven’t noticed that somebody’s visually impaired and they’ll barge past and turn round and you see their face go ‘whoop’ - it changes, so it’s like ‘I’m embarrassed now’.  But you think actually if you took time in the first place.  You know it’s not all about hustle and bustle and let’s get from A to B as quick as possible.’

‘People should accept that there are going to be people with visual impairment and they’re not much different to us you know, they are people.  That people are a bit more relaxed about them…  People look a bit uncomfortable and they’re not able to just pass somebody by, they have to look.’

Transport was a further issue; although services such as Dial-A-Ride were available, they required considerable pre-planning, making it difficult for residents to get out with any degree of spontaneity.

It was suggested that a drop-in community centre with facilities for those with sight loss would be much valued.  This could provide access to computers with appropriate software for the blind and partially sighted and Braille and audio publications.

With respect to information about support services available, even these professional carers felt that not all the different providers of services work together to inform service users and that information is often disseminated by personal contact.

‘I don’t think they’re joined as much as they could be because sometimes to find things out and resource things actually can be quite hard.  It would be nicer if we had more information.  Again we’re quite lucky here, we’ve got our volunteer co-ordinator who actually works for the Council so if a lot of things are happening she actually will come back with information.’

7.3  Parent Perspectives

How children are treated/perceived

Parents stressed the need for their blind or partially sighted children not to be treated differently from sighted children.  They needed to be treated as the capable people they were, who just happen to have a sight difficulty.

‘I think that the only other thing to change is people’s perception of visual impairment. The fact that just because someone is visually impaired, you are only visually impaired, you’re not like green and furry, you are visually impaired, it doesn’t mean you won’t be able to do anything.’

(Parent of female, 15)

‘I still get quite annoyed because people talk to me rather than saying, would he like a glass of milk, well ask him if he would like a glass of milk. They perceive him as so different, I know he has a disability but he is still perfectly capable of answering questions.’

(Parent of male, 15)

On going to specialist blind school: ‘And he doesn’t feel any different, which is a big thing, he feels included…whereas when he was at mainstream he was always the less able and he knew it…he was the only one with a physical and visual disability.’

(Parent of male, 15)

However, this does need to be balanced against ensuring that a blind or partially sighted child does obtain the appropriate support. 

‘He is so confident, that people constantly forget and we can forget as well and that is what is concerns me, because he is so bright, that they could say we’ll take him down from School Action Plus, and my thought is when he gets to secondary school, doesn’t he need a statement or they will forget his needs.’

(Parent of male, 5) 

Importance of early years

Parents expressed a need for more information when their children were very young.  At this time they had little idea about the difficulties their children would face and what help was available to them.

‘I didn’t realise all the extras that go along with visual impairment, that I didn’t realise…for example learning letters at nursery. You don’t know what you are going to be up against, for …it was not knowing how much vision she was going to have, people can’t tell you. Being forewarned almost would have been useful.’

(Parent of female, 10)

‘I find that now it is really good but when she was younger we didn’t have anything really…there is a lot more going on now and there is a lot more activities going on out of school…but before that it was only what we would find on the internet or we would find ourselves.’

(Parent of female, 12)

Part of this was a need to know where the parent could go for assistance and who would act as an advocate for them in obtaining support.

‘We applied for Disability Living Allowance when she was really little, a time when it was really difficult, and they turned us down. She needed patching all of the time and we couldn’t really leave her alone, it was stressful and I look back and think “God it was awful” but at the time it was what we had to do but it just seems unfair that some people get it and some people don’t, it is a postcode lottery, or if you fight for it, if you are willing to say hand on heart, as a baby we needed that. I haven’t gone back because now I think that there are people who need it more.’

(Parent of female, 7)

 ‘To have known about people that I could go to, to ask for help, people who were willing to give help, rather than ‘oh no that’s not my department…they need to be more willing to help…not just a leaflet sometimes you need someone to speak to…to go through the process.’

(Parent of male, 13)

Parents’ Feelings 

Parents described feeling very isolated as parents of a blind or partially sighted child and wanting to meet   others in a similar situation.

‘When you first find out it is so traumatic and you feel like you are the only ones…you really are alone.’

(Parent of male, 5)

‘Once you’ve found one club you get to know the other parents and you get to hear about the other things going on.’

(Parent of male, 9)

‘I don’t know anybody else in my situation in the area.’

(Parent of male, 9)

Parents felt that they needed to be very proactive in order to obtain the appropriate support for their child, but noted that this requires considerable energy and persistence. They also need to feel that they are being listened to.  There was a common theme that parents had to fight for resources and funding in schools.

‘You think, I am his mother, I have been through this, why aren’t you listening to what I am saying, I have already told you and so in the end you get a bit stroppy and that is the way that you get results.’

(Parent of male, 5)

‘I just get to the point where I work, I’ve got 2 children and I think oh it’s not worth it and so I kind of back down. Yet there must be some people that need, we are lucky that we don’t have to scrimp and save every penny for lens solution but I just think that is not fair.’

(Parent of female, 7)

‘The NHS pretty much abandoned us and you learn not to take no for an answer…I think that we have just resigned ourselves to life is going to be a battle and some battles we will win and some we will lose but the battleground just shifts, for example access to education and recreation activities.’

(Parent of male, 9)

It is likely that many of the parents taking part in this research would have been among the more proactive which raises questions of the extent to which less proactive and articulate parents may not be obtaining the support they need.

Education

Parents reported difficulties in knowing the ‘system’, in finding out what services were available at school, such as the RNIB library to save having to buy books.

‘If you don’t know the school system, you don’t know what you should be asking.’

(Parent of male, 5)

Parents reported mixed experiences of the statementing process. A few found it straightforward, but more reported that it was very difficult: difficult to get the correct statement and to have statements changed. There was also an issue as to whether the support was actually provided.  There was some indication that children with special needs could be placed together where this was highly inappropriate, e.g. a blind or partially sighted child placed with deaf children for whom all information was visual.

‘We found it fairly easy actually I think we were quite lucky. We got it because someone at nursery said that we should go for it, set the ball rolling and it went through very easily. I don’t know if it is because …condition is fairly obvious compared to others people. So for us it was very easy but I know for others it is not. For us it is keeping it.’

(Parent of female, 10)

‘The thing that needs improving is the whole statementing process, because we’re able to research the law pretty vigorously and articulate our wishes…we are able to fight (child’s name) case, maybe more effectively than some parents can for their kids. Now a) it is very frustrating to constantly be fighting a battle and b) the sense of justice, it just feels wrong that we are able to get (child’s) statement changed because we have got the right advisors to assist us. We are winning our wars because we have found ways to access advice, but there just feels like there is something wrong in society.’

(Parent of male, 9)

‘We did have problems, but eventually they (the Local Education Authority) withdrew their case. At first I thought we were going to have difficulty.’ (getting LEA to agree to preferred secondary school)

(Parent of female, 12) 

‘His statement was there, but even though you see it in black and white…it is whether it is provided and whether you chase up to say ‘look this is listed’ or how they interpret it.’

(Parent of male, 13)

There were a number of positive reports of schools being sensitive to the needs of a blind or partially sighted child.  Several children benefited from small class sizes in private schools or in a specialised school or unit.  Some children had a helper in school but there were funding issues around this provision and around the provision of specific equipment.

‘The school is very supportive. The first teacher that he has had even came to the hospital one break time to see what it is like…she goes the extra mile to make sure that he is joining in.’

(Parent of male, 5)

‘We have been very lucky, he was in the village at the nursery and was due to go to the village school. Although they were obliged to accept him, they made it completely clear that they didn’t want to because it would have taken almost all of their budget. So we were very lucky and found…a regular private boys prep, but the headmaster was really open to the idea and in terms of attitude, they were up for it. They had never had a VI child before so it was a journey of discovery, but they are just up for it.’

(Parent of male, 9)

‘We have always paid for everything we have never asked, apart from his statement, which we get about £900 towards each term, it is a drop in the ocean for what he really needs.’

(Parent of male, 15)

‘We provide everything which is a bit of a concern…we sourced a large print map and when he first started using a dictionary we used the RNIB site.’

(Parent of male, 9)

Those whose children did not attend a school with a VI Unit attached spoke of the perceived benefits of having such a unit attached to help children meet others in a similar situation and to ensure that the appropriate ethos and equipment was available at the school.

‘Two schools are in catchment, but one of them isn’t but it has a special needs unit attached and I would like her to go there if we can get it on her statement and they are an art specialist college.’

(Parent of female, 10)

Two parents noted the negatives of children going to a school without any specialist support or knowledge for those with sight loss.

‘I think that he has been the first one at the school and they have no expertise and can rely only on what the VI teacher tells them and because that is so infrequent…we had a parents evening on Tuesday and it was the first time that we met the SENCO teacher and she actually said I don’t really know him…’

(Parent of male, 9)

‘He went to mainstream infant and it is just round the corner and it was lovely. It was all on one level. Very worried about him going, very concerned about bullying and he was ok…we were very fortunate where we were…unfortunately we did the same when he went to Junior school and that’s when we came up against a huge barrage of…we had bullying, we had no help from the school, we didn’t have any extra help with adjusting things, moving things, enlarging …I was arguing every step of the way.’

(Parent of male, 13)

However, those whose children attended schools that did have VI Units attached or went to a special school still had concerns:

Going to school a long way from home

‘The only thing that is more complicated is it would be nice if she went to a school down the road so lived down the road from others at the school, so she could walk home with them, that bit of distance does make a difference.’

(Parent of female, 15)

One parent was concerned that her child was always discussed with reference to the VI Unit and yet she would like her to be compared with her sighted peers. There was a concern that having the support of the VI Unit would not prepare her daughter for a less supported environment later in life.

‘I’d like to see her in comparison with her peers rather than always people in the VI Unit because at the end of the day she has to go into the real world where there is no VI Unit and I’d like to see what sort of problems she will have in that sort of context…on the other hand she is very happy being there and it is the first time that she has found other people who got similar problems.’

(Parent of female, 15)

Health

There was a need for information sharing between health and education.  It appeared that little information was passed on from hospitals.

‘Why aren’t things circulated around…ok I understand data protection but at the end of the day you are also governed by the same statement…so why isn’t the information passed on?’

(Parent of male, 13)

Parents highlighted both positive, supportive experiences with health professionals and very insensitive 
handling by others.

Positive experiences

‘We see an optician at …Hospital and she is pretty good, she runs a clinic and suggests different things.’ 

(Parent of female, 10)

‘He goes for regular testing up at the hospital and she has been great, the hospital has been great…the hospital staff are phenomenally supportive.’

(Parent of male, 5)

Negative experiences
‘The first time that I knew there was a problem was when he came out from under the anaesthetic and a nurse said to me that he hasn’t got a tumour and that was a phenomenal shock because as far as we were concerned he had a squint.’

(Parent of male, 5)

‘We had a horrendous experience where we took him to the hospital because we thought he had a squint and the doctor came up with this diagnosis that basically told us that he would be dead within six months… the body was going into shut down.’

(Parent of male, 9)

Other Services

Other services included: 

A VI Service that comes into schools on regular basis.  However, this support was not always regular or consistent and was not necessarily available to children in private schools.

‘The VI Service have been reasonably helpful, it is an endless battle with them because we put (child) into a private school with a class size of about 12, the trade off of that was that the VI Service made it very clear that as far as they were concerned they are not obliged to give him any support because we chose to take him out of the state system.’

(Parent of male, 9)

‘Now obviously we have a VI teacher who comes in but I think we have been through 4 now so there is a problem with consistency …we have a new one now who is very nice and has been very pro-active so far...and his previous VI teacher was nice and went into the school more often…’

(Parent of male, 9)

‘It was rubbish, absolute rubbish…we didn’t realise that he could apply for adaptation hours and we didn’t know about that until year 5 and it was an off the cuff comment…we just looked at her and said why hasn’t this ever been mentioned before, in all the years that we have been with her…because she was the only one we had we just assumed that was the service we were going to get.’

(Parent of male, 13)

Mobility Services (e.g. through providers such as SAVI)

‘She has taught you how to get the bus, things to look for to know, where to get off and how to cross the roads and now she is going to try to teach him how to get to the station and on train.’

(Parent of male, 15)

Parent and Carer Organisations

‘Child with Cataracts Network which is an internet group…it is basically parents of children with cataracts and that has actually been really supportive, you know, because other people have been through things like patching…and it is someone to sound off to.’

(Parent of female, 7)



‘There is also another organisation that we have been contacted about that meets every 3rd Thursday but I haven’t managed to get to yet, it is a support group in (place name), for carers and parents. I presume it is to meet up with Carers so that will be good to know other people.’

(Parent of male, 5)

Actionnaires

Distance is an issue for many specialised activities and clubs such as Actionnaires. There were also issues when activities were for all blind and partially sighted children as this is such a wide category, i.e. some children who only have a sight problem find the activities not challenging enough.

‘Unfortunately then he started boarding and weekends have become very important to us as a family and therefore we don’t get to Actionnaires as often as we ought to. I thought of a buddy system, if he could find another friend…would have been really good.’

(Parent of male, 15)

‘The Football Team we have found is with just a regular football club who just decided

to set up a visually impaired team but we are really struggling to actually try to find players. So there are two boys that come up from London each week, that’s how wide you have to drag the net.’

(Parent of male, 9)

‘We contacted Actionnaires and they have been absolutely fantastic. He has been going every weekend…he’s done wall climbing, trampolining, all sorts of multi-sports.’

(Parent of male, 5)

‘I think (child’s name) has struggled at Actionnaires because I think for most of the kids, visual impairment is just one of their difficulties…so even within the group there are different levels of ability and different interests.’

(Parent of male, 9)

SAVI (Surrey Association for Visual Impairment)

This organisation was reported as having been very helpful both in terms of providing information and events and activities, although the latter were not always sufficiently local.

‘SAVI, the Surrey organisation - absolutely fantastic - they have either been able to answer the question that I had or they have said that they will get back to me, and they have.’

(Parent of female, 15)

‘Being invited to events through SAVI has suddenly opened up a can of worms because ‘hang on a minute’ there are things going on and how long has it been going on for but it has been great, it has been great socially for (child)…and it has been good for us because we have started meeting people.’

(Parent of male, 9)

Other organisations that had provided support to these parents included LOOK, National Blind Children’s Society, RNIB, and the National Library for the Blind, plus Amber Trust, Blatchington Trust, and Socialise.

‘I found out about a new organisation called LOOK and that is where I found out information about the statementing.’

(Parent of male, 9)

‘When she moved into the middle school where the size of print is becoming smaller and smaller, we re-applied [for a statement] but we went through the National Society for Blind Children this time and we spoke to a chap who was really helpful about what to put down because we had to write a report…’

(Parent of female, 7) 

‘I think our experience of the RNIB, it has always been helpful.’

(Parent of male, 9)

‘A fight for books, didn’t know about the National Library for the Blind until he was year 5. I think that it was an off the cuff comment from a woman who comes from the Visual Assisted Teachers.’

(Parent of male, 13)

There were some issues with equipment provided by RNIB, either being difficult to use, flimsy, or unsuitable for use by children.

‘Scales were quite hard to understand. We got an alarm clock from RNIB but the button on the back is small and the back and button are black.’

(Parent of female, 15)

‘Interestingly the watch that the RNIB - we found is for adults and so the strap didn’t fit her and I really, really struggled, because the watch is so big, the width of the strap is much bigger and they don’t sell children’s straps that wide, so it has then a knock on effect. We have had the watch from January and it has taken me until well, last week, to basically get a strap.’

(Parent of female, 7)

Where a child had partial sight there was a perceptual problem in recognising that RNIB was appropriate for their child.

‘There still is part of me that feels fraudulent for contacting organisations with blind in their title.’

(Parent of female, 7)

‘I think the reality is that most visually impaired people tend to be the elderly, there is a general orientation to the needs and interests of the elderly and less so for children like (child) within RNIB.’

(Parent of male, 9)

Accessing Information 

The key problem for parents of children with sight loss was knowing where to start looking for information about support and services.  Information was scattered through many different sources and finding it was difficult and time-consuming.

‘I think a lot of it is up to the parents and unless they are given a pointer in the right direction, they don’t know where to start.’

(Parent of male, 15) 

‘There is a lot of information but it isn’t in one place. Could there be a definitive guide on how to raise a visually impaired child? It is finding the bits to manage your situation.’

(Parent of female, 10)

‘In truth it’s probably too disparate, there’s lots and lots of different charities all with their own specialists. From a parent’s point of view it would be much easier if there was one focal point, one organisation.’

(Parent of male, 9)

‘Some sort of checklist, saying you know your child has been, and  it is probably fairly similar across the board regardless of what is wrong with your child, but if your child has been diagnosed with an illness, you have the potential to get them statemented if they need additional support, got to, get the DLA and get that information.’

(Parent of female, 7)

Parents had often used the internet to obtain information on services and support available for their blind or partially sighted child, but this could be very time-consuming.

Independence and the future

Parents typically aspired for their child to be independent in the future, but recognised that many difficulties would confront them, including those relating to travel.

‘We always wanted him to do things, you know, on his own, perhaps another person with him, but not a mum or dad.’

(Parent of male, 15)

‘For a start she is going to have to, like travelling to college on her own…You do quite like it, when there was the snow and I couldn’t drive near the school so I dropped you at the parade of shops and you walked in.’

(Parent of female, 15)

‘You have very low expectations of what is going to be around the next corner, I tend to expect the worse.’

(Parent of male, 5)

‘The long term view I would love…to go to University and the support systems to be there…but then after University I really don’t know, that will be down to (child’s name). I do want her to be independent and self-sufficient.’

(Parent of female, 10)

For parents, one of the key difficulties was that of simply not knowing what their child would be capable of doing in the future.  Most had no previous experience of sight loss and their expectations for their child were therefore grounded in ignorance and fear for them.

‘So it is just kind of knowing what, about what could happen to her, because at the moment she is not sufficient in her vision to be able to drive.’

(Parent of female, 7)

‘I feel a bit doom and gloom about it because I am scared…I am scared of what he is going to face…will he burn himself, I don’t know, sometimes it’s the little things, thinking he is the fourteen year old boy and I can’t let him round the corner to the shop, a) because of crossing the road even with a cane I’m frightened he’ll come across a group walking the other way, I can be scared of absolutely everything …I feel very bleak about that and normally I am very positive.’


(Parent of male, 13)

Models of Good Practice

Information

Ring binder file given by Local Authority with different sections on orgs etc, directory of local orgs, education sections, which can be updated 

Teaching touch typing at an early age

SAVI

Those in Surrey spoke of a particular worker in Surrey who has been very supportive and proactive in developing activities for children and young people.

RNIB School- Worcester College

‘We found a lovely school in Worcestershire that teaches them life skills, it’s an RNIB school…he went and spent 4 days there last summer…the only thing is that it is £48,000 per year and there is no way with 2 other girls we can possibly afford that. They said that’s ok your Educational Authority will pay for it and I said this is …. We are talking about and they said ah, yes, ok.’

(Parent of male, 15)

8. Detailed Findings – Blind and Partially Sighted Children
8.1 Interviews

Ten children aged 5 to 15 were interviewed, along with their parents.  Most were in mainstream schools; some with VI units.

· Education

· Subjects

· Art was a very popular subject, particularly among the girls.

‘I think mummy knows how much I love art. I admire art pictures, each day I’ve always got to be drawing or doing something artish at one point’

(Female, 10)

Languages were also popular, particularly for those at secondary school, and those that studied them seemed to do well, perhaps because of an ability to concentrate on auditory information.

Most of the participants were learning an instrument.

‘When we were in Dubai I had piano and clarinet lessons. I am in the school choir. I was in the Jazz band at school but because I wasn’t having clarinet lessons so it became too difficult.’

(Female, 15)

‘I do choir on Mondays at school and Mrs…usually enlarges the songs that we do.’

(Female, 10)

Some children enjoyed Maths, but others found this a difficult subject.  The challenges of doing practical activities and the limitations of the equipment were key themes. 

Parent: ‘He finds maths very difficult if he has to use a ruler or a protractor or set squares or anything like that because he will line them up, then it will move and then he will have to find it again and that is what he finds difficult.’

(Male, 15)

‘I find that when we have to draw things, like drawing reflections, I find that quite hard so I tend to use wiki sticks…and we have 3d pens and things but they take a long time to dry. Last week she ordered some like sheets of foam and they are self-adhesive and you just like stick them on which might be quite good and for science diagrams as well.’

(Female, 12)

Books

Key themes relating to textbooks were the sheer size of books either in Braille or with enlarged text and the difficulties with enlarging the text, e.g. colour, the quality of the copy, having the right work photocopied.

‘For my French text book that is in 2 sections and that is at school in the French Classroom and if I want to I can get the sheets from it. For other subjects it is the same, like business studies. They used to do it and they would give me the chapter that they are working on but that wasn’t working because we were obviously having the wrong chapter or they would do something that wasn’t in the part of the chapter or they would use information from another chapter but I didn’t have it so that didn’t work so well. But now we have worked through all of the textbooks.’

(Female, 15)

‘If Mrs…can’t do the text books I usually just use the magnifier and she usually just sits with me and if I say I really can’t read, then she just reads them out and talks about what they mean and such.’

(Female, 10)

‘I have a very big maths text book which is 7 or 8 volumes which in print would be one thick book. The lady who prepares it, I like how she puts all the drawing in it because they are nice and raised so I can feel them. She is someone through the school.’

(Female, 12)

‘Sometimes the books give me a headache…they blow them up…if it gives me a headache I don’t go and ask because that would be unfair…so I just use my dome (magnifier) for that…just in case I get a headache…if I get a headache I can ask if they will blow it up for me so I don’t have to strain as much.’

(Male, 9)

Some children expressed concerns about not wanting to be a burden but experienced difficulties if a school does not prepare the work automatically in a format they can deal with.

‘I’m fine with the magnifier and it is not really fair on the school if they have to waste paper and stuff to blow stuff up for me.’

(Male, 9)

Parent: ‘For some reason if Mrs …hasn’t done it or she has been off, (child’s name) won’t necessarily then ask for it, and just from a self-conscious point of view and then she ends up managing without it.’

(Female, 7)

With respect to reading books, there were issues about accessibility and again the size of the book when children have to take them to and from school.

Parent: ‘Because …books are quite big they tell her to keep them at home rather than keep bringing them in, you are meant to take your reading book in everyday but we just have to take her reading record in about what she has read, so when she is reading at school they tend to get a bit lost because her books are at home.’

(Female, 7)

‘I get books through the National Library for the Blind which are quite good because you usually just send them back and they send new ones. Their books are usually quite good. I don’t tend to take the books to school because they are extremely big but I like reading them at home…the Braille is usually quite good and not flat or anything.’

(Female, 12)
‘There are cards with letters on it and we need to know when Mrs...is going to turn the card over. But I’m not exactly sure when she is going to turn it but I don’t know it …with like a picture with a letter on it and on the other side is just the letter. I need someone to tell me when they are going to turn the letter...’

(Male, 5)

As music was a popular subject, one of the key themes was accessibility of written music. Children spoke about learning music by remembering how it sounded, but this became more difficult as pieces got longer.  One respondent reported obtaining music books from the RNIB website, but the parent of another felt that RNIB had not been helpful in obtaining music.

‘We became quite good at getting the music blown up. For the books that we had to practice, they had to be blown up. But when I did the sight reading, they did bring enlarged sight reading but that was the exam board. We used to blow it up but then it is on A3 and it is too tall, so them we would cut it and stick it onto cards. It requires a lot of paper and glue. It is the same with music stands, for playing the clarinet it was hard to get the music in the right spot. Most exam pieces I got used to playing them from memory because sight reading is really difficult but then once you know what it is meant to sound like.’

(Female, 15)

‘I read Braille music which I find, sometimes, I find it quite difficult to read… I got one of my grade 3 books and sometimes they put the wrong notes occasionally so I have to work it out… she has a very big print dictionary which says a crotchet written in Braille is whatever the dots are so she is able to help me with whatever the dots are.’

(Female, 12)

Three of the respondents were using Braille.  One had a double lesson once a week with a teacher coming into school for this.  Another had learnt Braille from the beginning of her time at school.

Parent: ‘She picked it up so quickly and from reception they were just amazed.’

(Female, 12)

Equipment 

Some of the key issues were carrying the equipment around and equipment that made children feel that they seemed different from other children.

· Magnifiers

‘I’ve got a selection of magnifiers. I’ve just had a new one which …is like a strip and you just put it on (the page) and you can read all of it, because it is still bigger but you don’t have to move it along so much and basically you can just read all these words and then move the magnifier down.’

(Female, 10)
· Laptop

‘We get a laptop which would be helpful apart from ideally I’d have to do everything on the laptop that I would do on paper and I think that it is annoying to have to mix both. I think when I get to A-level I will use it more because I will only have 4 subjects to have stuff for. At the moment I have stuff for all these subjects, and the laptop and PE Kit and it is like too much stuff and also I don’t think that they would like it if I just took it out of its case and had it in my bag. Because it has a big screen it makes the whole thing much heavier. If I could just take it out …in my bag it would be easier. But they don’t like it and it doesn’t actually belong to us.’

(Female, 15)

‘I have a laptop which makes me write faster so it is easier for me. It’s kind of stressful that you always have to take it to every lesson.’

(Female, 13)

· Sloping Boards

‘I haven’t got this yet…but I am going to get this thing that will help me to sit up to do my work to stop me bending over.’

(Female, 7)

‘My writing slope…I don’t really use it for writing though…I use it to make the stuff more level with my face so I don’t have to lean down...when I go down I misjudge more stuff.’

(Male, 9)

· Raised paper and dots

Sometimes a teacher placed a dot sticker so the child knew where to start his letters.  Others used dots themselves or a special film.  A valuable addition would be a 3D marker pen that dried instantly.

‘I use bump ons which are raised to mark so to mark things like graphs. I have special raised graph paper and so if we are doing line graphs I mark the points with bump ons and use a pencil and a ruler to join up the dots.’

‘I use German Film which is like this special paper and you draw on it and it becomes raised and some things I do find hard to film because they are not raised enough but I managed but I think may be it could be I mean they have these 3D pens which are raised when they dry but they take ages so they wouldn’t be very useful in a lesson.’

(Female, 12)

· Braille Note

‘I have a Braille note which I work on and work sheets and things are put on the memory stick and then I can read them on my Braille note so I can just plug in a memory stick which is quite handy. I have a science text book on there and things…it is like a machine which is like a mini computer and it has six keys which I tap.’

(Female, 12)

· Camera

‘They tried a solar camera to help see the board but again it was just like another big piece of equipment that then took, although it didn’t take too long to set up, it still took some time and then it took up all of the space…and then you definitely look like someone that has something that you need help with. That was the only thing at the time that irritated me about the VI Unit, they kept trying to make me use it and I didn’t want to. I didn’t have enough benefit from it…the way I learn it is by having to write it down and because someone is usually dictating to me I am actually listening to what they are saying and trying to understand rather than just copying down. If they say a sentence that I think doesn’t make any sense I have to stop and think about it whereas if I am just taking a picture off of the board I don’t think that I would learn anything.’

(Female 15)

Different children worked well with different items of equipment suited to the different ways in which people learn. It would therefore seem that children and young people need to be consulted about the value and use of different pieces of equipment rather than assumptions being made about their ‘needs’.

New technologies at school

Some of the newer technologies at school can be problematic for blind and partially sighted children and young people. When using such technologies schools need to consider the implications for all children.

· White boards

Parent: ‘I mean the smart board is the worst thing ever because of the glare. There are some things that they can’t display on the laptop at the same time as being on the smart board so she either has to manage with the smart board or tough, and she can hear everything but she seems to miss a lot of information.’

(Female, 7)

‘When the teacher uses black on white, it is difficult to see, so I usually try to get green or red pens, I can usually see better in green or red.’

(Male, 15)

‘When I go up to the white board people are like ‘get out of the way’.’

(Male, 9)

· Overhead Projectors

‘In assembly…there is an overhead projector for the songs and I can’t really see that, so I have got my own words.’

(Female, 7)

· Display boards

Parent: ‘If you walk into her classroom it is a whole visual stimulation, a section about grammar and punctuation and a section about words to start a story and I have told them that they are cues that she won’t see unless she goes up to them and they have to sit at their desks…and it almost because she won’t say that I have to.’

(Female, 7)
Learning Support

A key issue, particularly for older children, appears to be given the opportunity to work on their own or with other children when they are able. The teaching support needs to be sensitive to children not wanting to feel different, offering the appropriate level of support that children are comfortable with, but also having the work ready so that students do not have to ask for ‘help’ (which again can make them feel ‘different’).

· Enlarging Work

Enlarging work was generally felt to be a useful way to assist the blind or partially sighted child.

‘That does work really well most of the time, they contact my teachers…For a lot of things like in sciences because they have sheets, the same sheets a lot of the time, they manage to instead if just blowing them up on to a massive piece of paper which is really annoying, they manage to make the font bigger and put it onto a page and sometimes they can even do diagrams bigger which is really useful.’

(Female, 15)

Parent: ‘The school photocopy it all so that it is an appropriate size. I don’t think that as far as I know anything comes in that is a suitable size.’

(Female, 7)

· Having a helper

Having someone to assist in class was helpful for most, but there was evidence that this could become a limitation as the child grew older.

‘Other people in the VI unit who have helpers, they are really reliant on that person…whereas I think I can’t have conversations with people because they will hear what I am saying, my conversations and that doesn’t work. I mean maybe it would be helpful to have someone to scribble down diagrams but then I wouldn’t want it all the time. I like being able to do things independently because I think that I get more respect from the teachers.’

(Female, 15)

‘I’ve got this teacher called… and she usually helps me with my eyesight because when we use texts and we use work books and they have quite small writing and I can’t really read them so she puts a copy of them which is exactly the same but makes the font bigger so that I can read them….So school is a bit easier for me because I have got her to help me.’

(Female, 10)

‘I have a helper and she helps me. I tell her what to do and she does it…if there is lots of writing she will type it and then print it, she’ll enlarge stuff, put diagrams onto tactile paper - it raises the diagrams.’

(Male, 9)

‘In most Lessons I have a VI helper and she writes down for me what’s on the board, they enlarge sheets.’

(Female, 13)

· A VI Unit

Young people valued having the VI Unit for when they needed it, but liked to be in their classroom along with other students.

‘When I lived in Dubai they weren’t used to having VI, I had to do quite a lot of it. Where as they (VI Unit) get it done before I even ask about it (prep for lessons).’

(Female, 15) 

‘It is really good having it and it’s nice because … also when we do group work I have the other students. I have a couple of lessons…ICT (in the VI Unit) and the rest are all in my class.’

(Female, 12)

Balancing support and independence within education

There was a clear need to balance support and the promotion of independence in education and to do this in such a way that the child is not made to feel guilty or to feel different from other students.

‘I’ve already become independent of not having any help because in Dubai you didn’t have that option so coming here it would be really hard to change back because in my idea I’ve already done it by myself and I don’t need another person. I can understand that the help is helpful, because that is what it is meant to be but sometimes it is almost better if you have to do a little bit of it by yourself so that you actually learn to deal with it.’

(Female, 15)

Parent: ‘You are getting a lot more independent at school aren’t you? The teachers are trying because we did have a point a couple of years ago when she wanted people to do the lesson for her.’

(Female, 10)

‘When we go to Maths I think my teacher has gone a bit too over the top…because…when she found out I had bad eyes she held me back although I was managing ok and I’m quite good at maths anyway.’

(Male, 9)

Parent: ‘What the VI teacher tries to do is promote his independence…for him to speak up in the class when he needs things which isn’t ideal but they are large classes and they have lots of special needs children in the school…so it is to do with resources and time…he is able to vocalise more.’

(Male, 9)

Physical aspects of school 

A number of physical aspects of a mainstream school presented challenges to children with sight loss, particularly negotiating a large environment.

Size:

‘When I first went there I didn’t have a clue because it is so big.’

(Female, 15)

Parent: ‘Physically it is a fairly small school and so he has basically mapped the whole school in his mind, so the first few weeks he would get lost up corridors.’

(Male, 9)

‘In year 7 I always used to get lost and be late for my lesson.’

(Female, 13)
‘I don’t really like going to the cloakroom because there a loads of boys and it is really rough so like I can’t see an elbow swinging around…I crouch low.’

(Male, 9)

Adaptations

There were various adaptations, particularly white lines in place to help those with sight loss.  In one instance a mother had been invited to comment on the environment and what could be done to help her child before he started at the school.

‘Obviously it is set up there… the corners, the edges are painted with bright paint, pillars and the walkways all have bright lights. Probably doors that only swing one way are a problem but that happens to a lot of people anyway.’

(Female, 15)

‘They paint the sides of the pavement white, but when it is pitch dark you can’t really see it…if they had painted yellow it would be a lot easier to see.’

(Male, 15)

Children had different views as to the usefulness of a one-way system operating through the school.

‘If you are in the last room and your next lesson is like behind you, then you have to walk all the way around when it would be much easier just to walk to the room.’

(Female, 13)

‘I think that it is quite good because we have a one way system so you, it doesn’t get too crowded because it is such a big school. It does get quite crowded in places but people move because they see me with my cane.’

(Female, 12)

Children had had help in some instances in learning to navigate the school environment which worked to make them more independent.

‘There are quite a few steps… you tend to put your hands on the wall to feel where you are going.’

(Female, 7)

‘I use a white cane and I find it really useful and I know where all my landmarks are and how to get to certain classrooms and so I go to most of my lessons independently and I walk with friends and things.’

(Female, 12)

‘I have someone from SAVI and she is really nice and she teaches me my way around the school and she teaches me ways around classrooms which is quite useful knowing where I am going to sit and things.’

(Female, 12)

Physical Education

There is a concentration on ball sports within the PE curriculum which can be difficult for some of the children with sight loss.
‘I like things like running, I quite like football, I’m not good at it, but I like it, running at people. I quite like basketball but again that is just running at people, I don’t actually do anything. I don’t like things like badminton or tennis. Tennis is ok but the balls bounce really fast.’

(Female, 15)

Parent: ‘When they were playing ball games, he wasn’t, obviously they were worried, so he wasn’t allowed in the playground…he could have got hit in the eye, so these (goggles) he has got at school. When other children ask why he has got them, he says because he has a problem inside his eye.’

(Male, 5)

Parent: ‘At (old school), he was only ever allowed to play soft ball cricket, because they were always worried about a cricket ball if it hit him. And we did get prescription goggles from the eye department they went missing and they cost £150.’

(Male, 15)

‘This summer we are doing rounders and cricket which will be quite hard because I can’t see the ball…at the moment we are doing football, netball and multi-skills.’

(Male, 9)

Negative experiences of PE

Several children cited bad experiences in relation to PE at school, both in terms of accidents and in terms of feeling left out of the activity.

‘I suppose when you were in lower school teachers were like come on you have to do PE whereas now, I say I can’t and I really don’t want to and they say ok. I’m not very good at PE, I’m not very good at elements of PE.’

(Female, 15)

‘I don’t really like it when we go outside. A few weeks ago, one of my friends, she’s got something, her heart doesn’t work properly, so I was just helping her play games when they play football or rough games, we like play catch together. By accident (child’s name) pushed (child’s name) who fell into my glasses and they got broken and we had to go to the opticians.’

(Female, 7)

‘Because no-one knows what it is like to have bad eyes they expect me to be better than I am because…they don’t give me a chance because I am older…so they don’t take it on disability…so that is why they don’t pass to me because they think ‘no you can’t do it, you’re too bad’. When I play, I really try and I fight for the ball.’

(Male, 9)

A number of adaptations were used to help blind and partially sighted children take part in sport.

‘I tried it once with a soft ball but that is not really tennis. It doesn’t even bounce at all.’ (using a soft ball for tennis)

( Female, 15)

‘I do football at the moment so I use a ball with a bell in it.’

(Female, 12)

‘Running…I usually have a TA with me and we use a skipping rope and I hold one end and my teacher holds the other end so that I know where I am going to run.’

(Female, 12)

Parent: ‘He is meant to wear a baseball cap when he is outside for PE but he has always been reluctant to wear it and no-one has enforced it…he is obviously blinded by bright light.’

(Male, 9)

Other non-ball sports were popular, particularly gymnastics and fitness.

‘Sometimes we do gymnastics, well actually, that’s all we do, like climbing up things and jumping off. It is a special teacher that comes.’

(Male, 5)

‘We have a fitness suite where they have running machines and things and I use them which is quite good.’

(Female, 12)

The playground - physical games

The blind and partially sighted children took part in a number of physical games in the playground, particularly playing ‘it’ and pretend games.

‘At one point at every day we play a game, we can sometimes play tag where people called ….and… like to join in and we can play stuck in the mud with them, then maybe we just, we play horses quite a lot. If it is indoor play we usually play games with each other.’

(Female, 10)

‘We like playing ‘it’, sometimes we play hide and seek, sometimes we go in a big circle and someone has a skipping rope in the middle and we have to try and jump over it. When I play with (child’s name), we don’t play any games we just make up our own games…sometimes they are chasing games and sometimes they are just standing games.’

(Female, 7)

In some cases there were strategies in place to help the children to play together and to integrate socially, particularly through the use of playground leaders.

Parent: ‘One of the things we have agreed is that when it is play time you can go into the other class to see your friends because when they go out in to the playground you can’t find them…I recommended that they put a photo of him in the staff room because they need to be aware of things when he is in the playground and she (a teacher) noticed when it was snowing that he didn’t have his goggles on and she was concerned because of the snowballs and I thought fantastic they are all looking out for him.’

(Male, 5)

‘I tell you one thing that I am really surprised about is that I am a playground leader…I have like year 1s and 2s and we have to do stuff with them.’

(Male, 9)

Testing 

Adapted test papers

Exam and test papers were adapted in various ways so that a blind or partially sighted student could deal with them.

‘They have special official exams. Sometimes they even alter the exam questions that I have. Like one it had a question on a histogram or something and I had worked really hard on how to do them and they said that you are not expected to draw this histogram so you have to do this question instead and I said Oh I could have done that, why did you give me another question that I couldn’t do!’

(Female, 15)

‘The tests get put on a memory stick so that I can read them on my Braille note and the diagrams are hotspotted…and SATS papers you can get from the RNIB and they have special raised diagrams…so they are much easier to follow, so the SATS papers are good.’

(Female, 12)

‘All my tests are enlarged.’

(Male, 15)

Adapted test conditions

As well as the actual papers being adapted, test conditions were modified to help those with sight loss, such as sitting exams alone, being given more time

‘It is quite nice not being in the exam hall. It is actually more relaxing but it is quite weird if it is just you.’

(Female, 15)

Parent: ‘And you also get extra time to read it and make sure that you understand it.’

(Male, 15)

 ‘I used to have a prompt in exams so that if I’m doing exams and I’m a bit drowsy, someone taps you on the shoulder.’

(Male, 15)

‘When we did the times table thing I have a problem, it was a snake kind of thing, it was check and I had a problem tracking that so they crossed off the bottom line of the chequered, to make it shorter so that it was easier for me so I don’t have to track as much.’

(Male, 9)

Experiences of tests

Some of the children reported very good academic, and particularly test, results.

‘In the first module of all my sciences I got full marks and in one of my Maths I got full marks and in the other one I got like 4 wrong. And in French as well.’

(Female, 15)

However, some others had experienced difficulties in sitting tests, with insufficient allowance being made for their sight loss, in terms of materials provided and time given.
‘We do tests and I get all shivery because I am not that good at tests. The results of my tests aren’t very good…I can’t do them in a short time like 35 minutes and forty-five minutes…when it is History I am ok but when it Science or Maths my head starts getting dizzy and I think ‘oh no what’s the answer?’

(Female, 10)

Parent: ‘For the SATS, they ordered her the enlarged version but they showed her the original that all the other children were doing and her enlargement came through black and white and the original was all colourful so she chose to do the original and some of the questions were tricky to do. At the time there was no statementing and no funding, she was on School Action Plus but they were very grey about what they do and so I spoke to the teacher, please just give her the one that she needs, in the correct size for her, don’t worry about… and then they said ‘oh we asked her to choose’ and I said that I can tell you what she chose, she will choose the colour one because she doesn’t want to be different, so that annoyed us slightly but then I thought well it’s the school who won’t get its results.’

(Female, 7) 

Parent: ‘These ridiculous boxes that you have to tick for GCSE, you can’t do that if you want to do that, …life skills is what I want for him, he definitely needs to learn to cook and how to make a meal.’

(Male, 15)

‘When I do tests they are black on a fuzzy grey, so I can read it but I really, really have to strain my eyes.’

(Male, 9)

Parent: ‘There is obviously a wide range of mixed abilities at the school and he, even with his difficulties is above average, so they don’t make any kind off allowances for him…he does what everyone else does.’

(Male, 9)

Homework

Homework presented some specific problems for children with sight loss, with a number reporting that they did most of this at school where the appropriate facilities were available.  However, for others the necessity to catch up impacted on the amount of work they had to do at home.

‘I pay attention at school but I don’t necessarily do so much when I come home but I do most of it at school. I try and take it in at school the first time that we learn it so that I don’t have to do it again and again.’

(Female, 15)

Parent: ‘3 pieces of home work are given on a Wednesday and have to be in on a Monday, which is hard if it hasn’t been blown up.’

(Female, 7)

‘I do some of it at lunch and the teachers can help me if I need help.’

(Female, 12)

Parent: ‘He has a problem with contrast and couple of times they have sent home homework that’s black on fuzzy grey and obviously we have had to sit there and write it out for him, so he possibly has that issue at school as well…His project work he has to bring home to finish…which on top of homework obviously impacts on our weekend even more.’

(Male, 9)

Friendships

Some children had experienced challenging behaviour from other students, particularly where they were seen as a ‘target’ because of their sight loss.

‘Luckily all the sets I am in all of the people are really sensible, some people in lower sets, they may be don’t have as much sense, but it doesn’t matter because I think they are outweighed by the others. I am not with anyone who is nasty. The school has zero tolerance of bullying. They are quite strict on most things.’

(Female, 15)

‘I don’t really have that many friends because I don’t like playing rough games and I say ‘sorry I don’t want to play’.’

(Female, 10)

Parent: ‘Within 2 weeks of …going back to school in September, a child stole his (belongings), and this was a child who he considered a friend, little things like this, especially around his personal possessions. School is lovely, school is very supportive, but teenage boys are teenage boys.’

(Male, 15)

Some children reported having friends who clearly were themselves vulnerable.

‘I have this best friend called …, she used to live in Cyprus and she came to England to go to this school and she’s been one my best friends and she says that she really likes me because she hasn’t got many friends and I haven’t got many friends so like we are a good combination with each other…‘Usually we play with the little children.’

(Female, 10)

‘One of my friends, she’s got something, her heart doesn’t work properly.’

(Mother said her friend has Down’s Syndrome)

(Female, 7)

Five children reported being at a school where no other children were blind or partially sighted.  Of those who went to a school with a VI Unit, they had a mix of friends with and without sight loss.  There was evidence of these children making friends who had minor eye conditions, suggesting some form of identification with the other child.

(Friendship with another girl with VI)  ‘She is not actually really stupid but seems to think that she is and she has a look on her face and says I don’t remember learning about that and then she says ‘oh yes I do’.’

(Female, 15)

‘I have quite a wide range with friends in different forms and things. I have a few friends from the VI Unit and then I have all my friends from my form as well.’

(Female, 12)

(Best friend) ‘I think that he is colour blind, a bit, he’s not severely colour blind’. He’s got much better eyes than me but he is calmer than the rest.’

(Male, 9)

‘I got a friend at Brownies and she goes to ballet as well and she’s got glasses as well so that’s why we are kind of friends because we understand each other.’

(Female, 10)

Several interviewees described friends operating in a caring role and having one ‘special’ friend who particularly supported them.

‘I don’t really have a helper, I just have a friend. Which I think is better. When I have spoken to friends about it, like my friend in Dubai, she said that it almost helped her to read it to me because then she had to think what it was.’

(Female, 15)

‘….likes some rough games, some not and she usually asks me do you feel well enough to be on your own and I’m not really sure if I say yes or if I say no. Sometimes I say ‘no’ and sometimes I have said ‘yes’……I nearly did play it but then (friend’s name) said to me ‘you are going to get hurt (child’s name)’ and I said I  might not join in then.’

(Female, 10)

Parent: ‘All the other boys are aware that occasionally (child) needs a bit of help and actually so far they have been great at helping him out…from the head teacher’s point of view it has been a great learning experience for the other boys.’

(Male, 9)

Parent: ‘He feels guilty that he has to ask his friends to help him out which I find disturbing because it is not fair on his classmates that he is having to ask and you don’t know secondly, if they are giving him the right information.’

(Male, 9)

Travel to/from school

Most children did not live near their schools and so were taken by carers or had transport provided for them, typically a taxi.

‘I go to this lady’s called…and she has got, she is like a childminder and she looks after little babies and she has two children…and I just stay there and I have breakfast and watch TV and stuff’. (Childminder walks her to school, mother drives her to childminder.)

(Female, 10)

Parent (child currently a boarder Mon-Fri): ‘He is not so keen on the boarding, so as from next month we are trying with (child’s name) getting on the train to…and then getting a taxi from there or we are trying to organise a minibus.’

(Male, 15)


’Mondays, Tuesdays, Thursdays, morning I go by car and Thursday afternoon I walk home …and Wednesday and Friday I walk to school and walk home.’ (with an adult)

(Male, 9)

Parents particularly voiced concerns about children walking to school, in terms of their safety, especially around busy roads.

Parent: ‘She has just got a cane because we are hoping that she will be able to start walking to and from school and the only problem that we have got is that the road in front of the school is actually quite busy and there is no crossing or anything like that but whether they will in time.’

(Female, 10)
Parent: ‘My biggest problem is that she won’t see the cars in time, before they are there, so while she could possibly hear them, the car would be too close before she realised it was there. She trips up and down kerbs anyway. We have got 2 fairly major roads that she would need to cross to get to school. I do let her cross with the lollipop man.’

(Female, 7)

Parent: ‘He scoots for an hour to school and from school. He is chasing his brother and overtaking him and then occasionally, he will scoot almost into a bike and you’ll say careful and he didn’t even see him.’

(Male, 5)

‘There’s loads of dog’s poo down the road so Mum says ‘get out of the way’…and cars, quite a lot, sometimes it’s a bit annoying…because you are waiting to cross the road…some of the lorries think that it is a short cut.’

(Male, 9)

8.2  Leisure

Active Pursuits

The interviewees had tried quite a wide range of activities including ice skating, fencing (unsuccessfully), ballet, Taekwondo (helped spatial awareness and balance), snooker, horse riding and swimming.  There were clearly now expectations that children with sight loss should be able to try anything.  Swimming was the most popular activity, and particularly helped those children who had problems with physical co-ordination.

‘Mainly I ride in the ring at the stables but sometimes I take (horse’s name) out and we go to other places like yesterday I went on a training camp…and then I am going tomorrow for a three day training and we go to shows and that……Mum takes me down and then sometimes she stays but not always, only if there is not another person there. I mean you need to ride when someone else is around. There is a guy who owns the stables or just other liveries are around. It doesn’t need to be someone specifically watching just as long as there is someone there at the stables who I can go ‘help’.’

(Female, 15)

Parent: ‘She is actually quite a good swimmer and she has probably reached her potential as far as swimming is concerned but we still send her to help her coordination.’

(Female, 7)

Likewise a couple of the girls took ballet and this also assisted co-ordination.  A couple of the boys mentioned playing adapted sport, i.e. football and golf, in a format designed specifically for those with sight loss.

Several mentions were made of activities provided by Actionnaires; these enabled children with sight loss to take part in physically demanding activities.

‘I enjoyed the cricket and tennis and it was really good to do it together and they had this big ball and it makes a noise so that people could hear that it was coming’

(Female, 10)
Parent: ‘We get the leaflets about what is on offer but so far we have either not fallen in the right age range or they were doing something like football so we haven’t really joined in yet.’

(Female, 7)

‘It’s fun, we do lots of sports…sometimes we go to different places, so today we are going trampolining but we do rock climbing, archery, bowling.’

(Male, 9)

Interesting and demanding activities had also been experienced via SAVI.

‘I have been to the dry slope skiing and an adventure day which involved rock climbing…and lots of theatre shows which have been really good.’

(Female, 12)

There were however some difficulties in attending groups specifically for children with sight loss as these were often not sufficiently local for ease of access.

Three of the girls attended Brownies or Guides and one of the boys attended Cubs.  In each case activities were adapted for their needs.

‘I go to Guides on a Friday so I have quite a lot of friends outside school as well. We usually do cooking…arts and crafts and things. My friends are usually quite good and they help me cut things in arts and crafts. I have a Braille G file.’ (and the books come in Braille).’

(Female, 12)

Parent: ‘The Brownies do, they have been fantastic, they have got everything basically in a bigger format. They photocopied it for her or actual the Brownie Organisation does large print which is fantastic. I wouldn’t have expected that, that was a nice surprise.’

(Female, 7)

Computing

Computing was popular at school and as a leisure activity, including both playing computer games and using the internet. Some suggestions were made that would make the interface with the computer easier, particularly in relation to use for social networking.

Parent: ‘That would be useful, some more research on the internet because that is one of the things she is finding quite difficult, accessing the internet…at home we have got speech software but obviously the internet is so busy it picks up everything and it is really confusing, it would be good if the RNIB could research something on that. For e-mails she can touch type it isn’t a problem, but the internet it can get really confusing when she has to research for homework…I would like to research to be done into using the internet for those with sight loss so can use MSN and Facebook to keep in touch with friends.’

(Female, 12)

Watching Sports/Theatre

A number of children had been able to use special facilities provided for the blind and partially sighted to assist them in enjoying live sports and the theatre.  One of the fathers takes his son to football games and Lords because there are audio commentaries. 

Parent: ‘We go to Wembley, they do a special commentary for the visually impaired with a head set and Lords for the cricket this summer and they do a special commentary for the visually impaired.’

(Male, 9)

Parent: ‘The theatre shows they normally do a beforehand you can go and touch the costumes, do a touch tour…’

(Female, 12)

Reading as a pastime 

All of the children mentioned reading books at home. Listening to books on CD was also popular, both at home and in the car.

A common issue was whether popular books could be released on CD at the same time as the book is published rather than some time later.

‘Snakehead by Alex Rider, he wrote the book and then like 2 years later they did the CD.’

(Male, 9)

The provision of library books and books from RNIB was valuable as it is very costly to purchase books in large print.

Socialising

The children interviewed were able to socialise, but their sight difficulties did present some limitations.  A mobile phone with speech was helpful for keeping in touch with friends as were events where the child met others experiencing sight loss.  It was, however, difficult for these children to get out independently.

Parent: ‘Some of it is just meeting other people because we went to the science museum and met other people with cataracts.’

(Female, 7) 

‘I would like to be able to go out a meet my friends more and have some independence on my own.’

(Male, 9)

Independence

All the interviewees were being encouraged to be as independent as possible.  Some of the things that children were pleased to be able to do independently included making hot drinks and snacks, using a microwave and riding a bicycle.

‘I can make cups of tea and I’ve got a gadget which helps me, ’cos sometimes I spill stuff because I do it a bit too much and when you have filled it up to the right amount, it starts beeping so that I know that it is enough. It doesn’t just beep and then stop, it beep, beeps until you stop and then you have to take it out to make it stop.’

(Female, 10)

(Mobility Team) ‘She is going to start coming to see me at home to do some home training and things…I think making hot chocolate, knowing where my neighbours live so if I need to get to see them and I think as I get older, going to friends’ houses and things.’

(Female, 12)

More limitations arose when the children were out in the community, although a couple of the older interviewees had some independence in working at stables and in travelling on public transport.  Another parent, however, reported concerns when her daughter went out alone and was away a long time.

 (Work at stables on Saturdays) ‘I have to do everything. I feed any of the own school ones, tack up any ones that are needed for riding lessons, we have to do that throughout the day and then muck them all out, change the water and hay for all the riding school horses, so that is quite a lot of work.  I work 8 until 5.30.’

(Female, 15)

‘I travel by bus or train, to see my best friend.’

(Male, 15)

‘I haven’t had my mobility assessment yet and so I don’t know if I can go out, they might only let me go out a certain distance…’cos it might say that I need a stick to cross the road or I might not be able to go out on my own…I might need to be more aware of the surroundings.’

(Male, 9)

Appendix 1: Case Studies 

Case study 1: 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, eg 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” and was unable to take part in the second interview.

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...’
Appendix 2: Accompanied Journeys

Walk 1: Accompanied Walk Notes

In this journey, the researchers accompanied a respondent around a shopping centre, a high street, and areas of interest in the town. 

Some footage of a foyer within the shopping centre. Of particular interest are the pillars in this area. The respondent’s concern about these is that they are essentially invisible to her; she tells us that she cannot effectively see perspective, so everything seems a bit “one-dimensional”. Therefore, as the pillars are a similar colour to the floor and the surrounding walls, she could miss them entirely and there is the possibility that she will walk into them. 

The respondent suggests that perhaps a darker colour would make them stand out a bit more – colour contrasting. But, at the same time, she feels that it may only be a problem she has with them; other blind and partially sighted people might be fine with as they stand now.

We came across yellow cones warning passers-by that the floor was wet on our way out of the shopping centre. These can be physical obstacles that the respondent could walk into.

Furthermore, she tells us that, assuming she saw them in the first place, she would not know what they signify unless someone told her what they meant. From experience, she now realises that they may be a warning that there is a wet floor.

The footage shows the exit to the shopping centre. They are glass automatic doors. The respondent says that it is sometimes difficult to negotiate these. As they are clear glass, they are almost invisible to her. She says she has clipped the edges of them before as she was walking through. Sometimes it is not obvious if they are completely open or not. These could be dangerous. 

The footage here is a general view of the high street outside the shopping centre. 

The respondent highlighted that there is no real difference between the pedestrian walkways and the road. At certain times of the day, traffic is allowed to go down the high street. These times are rather dangerous; because there is nothing to distinguish the road from the walkway (besides vaguely visible lines/differences in surface texture), there is every possibility that she could be putting herself in danger without being fully aware of it.

The respondent also highlighted difficulties blind and partially sighted people with guide dogs would have with this. As there are no kerbs, a guide dog would not stop the person before crossing the road. This could be very dangerous.
The footage highlights a concern over street furniture. Tables and chairs can take up a significant portion of the walkway, which can be difficult to overcome.

The respondent described a time where she came across street furniture that was actually completely fenced off. She could not work out how to get past this obstacle. 

The footage shows a pathway that is divided between pedestrians and cyclists (a white line down the middle of the footpath with images of a person and a bicycle to indicate which side of the footpath they should take). This could be hazardous for a blind or partially sighted person because it is not always immediately obvious that they should be in the pedestrian divide. Also, they could wander into the cyclist lane, which may cause difficulties if cyclists are coming along.

In this footage, the respondent shows us the multiple difficulties present in a particular road crossing. It is next to a busy main road with rather unpredictable traffic sequences. Traffic can stop on the main road but it is not always obvious if traffic coming out of the side road is there or not. It is also extremely noisy, so it is not possible to ‘hear’ your way across.

There is no road-crossing assistance here (stop button). 

It is also on a slope, so this could make traffic more dangerous.

There are tactile pads on the crossing.

The respondent says that it is far too risky for her to negotiate the crossing. At dusk, or during the night, she may risk crossing because she could gauge where the traffic is by their headlights but, obviously, this is just as dangerous. 

As an aside, the respondent tells us that roadworks can be a significant obstacle, especially if they force you to walk out on the main road. On a road as noisy as this one, it is just too dangerous to attempt. 

To illustrate the point about roadworks as an obstacle, the respondent shows us roadworks that are currently taking place. Work is being held directly over a pedestrian crossing. This forces people to go around the roadworks to get to the other side of the road. The assisted crossing is therefore not available during the time of the roadworks. She says that she was waiting for a very long time for the ‘green man’ to appear until someone came up to her and told her that the crossing was out. 

Also, she says the rotating dials that can be found underneath the ‘stop button’ do not always work. 

Furthermore, there are uneven surfaces in this particular area shown in the clip, as well as small debris. This could pose a danger to blind and partially sighted people too. 
Walk 2: Accompanied Walk Notes

In this journey, the respondent showed the key areas of a town which she negotiates on a regular basis.

First footage shows a car parked up on the pavement. The respondent sometimes finds this difficult to get past with her guide dog, especially if they are almost entirely on the pavement (as emphasised in the next clip).

Litter is generally more of an annoyance than a hindrance; however, the respondent may have to steer her Guide Dog away from litter if it is food, as she can become interested in it. General discarded items are not dangerous, yet heavier litter could cause the respondent to fall. 

The respondent showed us an example where the pavement has large cracks, debris and holes in the walkway. This could be extremely dangerous as she could get her foot caught in a crack or slip on gravel. Furthermore, water collects in dips or slightly concave areas on the pavement, meaning puddles can stay around for a long time. While it is an obstacle she would rather not deal with – her guide dog will walk through it and she does not want to get her feet wet – it could be hazardous as well, especially considering the gravel and debris.

The respondent demonstrated some training exercises and the routine guide dogs are taught to do when approaching roads and crossings. For example, sitting next to the kerb to indicate that the respondent should stop; jumping up and holding on to the “wait” signal when at a crossing, etc.

With regard to personal and health care: as the respondent is diabetic, she needs to make sure measurements are double-checked to ensure dose is correct. However, the numbers on the syringe are extremely small. A still image was taken to show how small these markings actually are.  

Walk 3: Accompanied Walk Notes

This film footage focuses on a respondent’s office environment and shows adaptations which have been made to enable her to perform her work role.

Respondent showed us the adaptations that had been made to her office environment to help optimise her ability to work.

She has used her computer for about 12-13 years. She began learning shortly after losing her sight and is mostly self-taught. Apparently she could not function without a computer now and would enjoy having several located around her house.

In terms of technology, it was suggested that it is important that people try to contact as many organisations as possible to see what they can get for free or cheap. The software the respondent uses at work is called “Openbook”, which cost in the region of £600-700; she thought this was “ridiculous”. Although she would not be without it, she is aware that you can get similar products for a significantly smaller price, i.e. £50, “if you know the right people” and suppliers. 

The respondent strongly suggests that blind and partially sighted people should try out different software in order to find what works for them. RNIB suggested a computer programme called “Hal”, but she did not like it. This is because it did not suit her and her condition (peripheral vision). Her computer, and the software she uses, speaks to her through headphones when she uses the mouse, i.e. it will read out document names when the cursor hovers over the icon. It also enables her to manipulate photographs.

A scanner on her desk is also fitted with this technology. It is able to scan text (not handwriting) and convert it into speech. The computer will read it for her.  

The respondent suggests that those with sight loss go to RNIB, and associated organisations, to find out more information. Although a lot of information is available on the web, it is important that someone guides you to something that suits you, she says. Networking with others is an excellent idea: someone tells you their experience of technology rather than someone telling you to use it. 

Converted the diary into a daily sheet. The respondent’s office administrator produces a sheet for each day and for each month. She can add entries on each sheet. (She transfers the information into her personal dairy as well.) Headings are in 48 point size text.

The respondent uses a magnifier too. The one the respondent showed us was one she carries around with her at all times; others are dotted around in places around the home. This allows her to read small text and writing by putting the magnifier close to the page and then looking through the lens. The respondent says it feels a bit awkward using it in the bus (for example) because people tend to take an interest. This is especially so for children, yet this does not bother her because they are getting some exposure to what blind and partially sighted people need, and if they show an interest at a young age then it may avoid the “stereotype”.

Clients’ folders are colour-coded, so she can identify and differentiate them at a glance. All text is adapted to 48 point (which she can read with some concentration) with large spaces in which she can write using her large felt-tip pen. The filing system is set up in the same way.

Furthermore, they have a “coloured dot sticker” system: when their clients move on through the stages, a “dot” is stuck onto their folder; again, to allow her to see where they are at a glance. Her assistant ensures these are placed on the files when necessary.

When asked if she received support in setting up these systems, she responded frankly, “no”.

Other computers in her office are implemented with the assisting software. These do not automatically initiate when the computer is switched on; however, the icon by which the programme can be initiated is always in the same place, hence, she has no problems.
Walk 4 & 5: Accompanied Walk Notes

This film footage shows the home environment of twins who are both blind.  It also shows the external environment close to their home.

Respondents A & B showed us how they do several tasks around the kitchen, as well as any adaptations that have been made and those which are successful.

Respondent A showed us how she makes a cup of tea. She fills up the kettle using the tap, mostly judging where the water level is by sound. She may check that the water is not too high by putting her finger into the spout. The kettle itself seems to have plastic insulation around the handle and the lid – she can feel around behind the kettle for tea bags without getting scalded. Respondent A explains that some people have told her she pours the kettle strangely: “I pour it away from me!”. This makes the most sense to her because it minimises the chances of pouring hot water on herself. Again, she judges how full the tea pot is by sound. 

Respondent B says they use an “analogue” microwave rather than a digital one. Settings can be adjusted using two dials on the front. They have affixed Braille dots around the dials so they can tell what setting it is on. Respondent B finds digital ones “too complicated”. 

Respondent B also points out that their telephone has not been adapted in any way. The tactile dot on the number 5 on the keypad is all they need to know to dial numbers. 

Braille dots have been added to their washing machine to indicate the wash setting. Respondent A explained that these have been added by RNIB. They sent off the panel for these to be affixed. They are regarded as extremely helpful.

Respondent B took us on a short journey around their garden and to the road just outside their flat. She explained that they rarely go out together as they sometimes find they lose each other. They prefer to use the front door to get to the street via the garden as opposed to the side entrance that leads onto the car park. While it was felt to be more of a “rigmarole” to navigate the garden, ultimately it is viewed as safer. Respondent B makes use of a white cane to identify where the wall is, so she can use it as a guide. She does not sweep the cane in front of her because she prefers this method. The garden is curved, outlined by sunken flowerbeds and shrubbery. There were a couple of occasions where stepping into them from the path surprised her. Respondent B makes use of landmarks to work out where she is. In the clip, there is a straight brick wall just beside the gate. When she can feel the end of the wall, she knows to make a left turn to find the gate. 

The street outside was wide and straight. As long as she kept next to the wall, she was confident. At one point, she walked into a pay-and-display ticket machine. These types of obstacles, as well as roadwork signs and street furniture, can make it difficult for her. 

Respondent B will not cross a road alone. She says that people are very friendly and will gladly help her if she needs it. She also says that when she goes out, it is usually a shopping trip. In larger shops, it is more difficult to get around and staff are not always very helpful. Respondent B thinks that it depends on the manager of the store – if they are supportive – and also, by being known to them. The twins are known locally, so there is more support available to them. Smaller shops are generally easy to negotiate thanks to a more dedicated, smaller staff base. 

Respondent A showed us her Braille computer (no footage). She uses it to listen to and read emails and mail. She read out a recipe to us that someone had sent her.

Walk 6 & 7: Accompanied Walk Notes

The film footage covers two accompanied walks in a large town; these walks were carried out separately, but followed the same route.  One of the participants, Respondent A, had a guide dog and the other participant, Respondent B, used a white stick.

Respondent A
Stopping – Respondent A's guide dog stopped in the middle of the pavement where the patterns on the surface suggested that it should have been a kerb. This change can be particularly dangerous as it makes Respondent A think the road is right in front of her, when it is still a few feet away. This also happened when we confronted roadworks in the street. Her guide dog simply stopped before the barriers. Respondent A commented that her Guide Dog would usually have considered the situation and may have eventually worked out how to negotiate this obstacle, but it would usually mean that Respondent A would have to ask for help.  

Respondent A appears to be an extremely confident and independent woman. She is commended as "brave" by her peers at her local centre for those with sight loss. This seems to be largely due to having a guide dog, but it is clear that the recent changes made in the surrounding area makes walking around difficult, as her guide dog seems to frequently misinterpret the road as there is no clear differentiation between road and pavement throughout the walk. Respondent A generally does not want to cross roads alone and would rather avoid them. She needed assistance from us at several points of the journey. 

Shared space on the high street was a serious problem. Cars and pedestrians can both use the same area; again, there is no clear distinction between road and pavement. This is potentially very dangerous. She can very easily wander into the road and her guide dog would not respond because there is nothing to indicate it is a road.  She constantly listens for cars.

Street furniture can also be problematic, but her guide dog generally guides her around these. There are two large cement balls for decorative purposes, which obstruct part of the ‘path’ next to several of the shops.  This means that Respondent A and her guide dog have to walk in the “road” where the cars drive and park to pass them.

Dog responds to "known shops" - where she has been trained to stop or visit. "Not today, dear!" 

"I've lost all my landmarks." Still uses some, however, e.g. tactile pavement next to a crossing, guide dog sits there, she turns around 180 degrees, and she knows she is facing the high street.

Respondent A noted that she thought her guide dog could be retrained to learn to negotiate the new layout.

Respondent B
They was considerable contrast in the journey with Respondent A; while this walk covered the same area, Respondent B has not been out on her own for 9 years, and has not been out in the local area before. She goes out very infrequently and is only accompanied by either her husband, who has also lost his sight, or her shopper who helps her around Tesco. 

The shopper goes with Respondent B because she can identify special offers and look for sell-by dates. 

The reasons that she does not go out alone are because she feels extremely anxious when she is by herself and she feels that it is just too stressful to negotiate her way around alone.

She was extremely dependent on us for navigation and held on to an arm throughout the walk. 

Current state of the pavement was commented on: there are tactile patches in the pavement, but no clear indication of where the kerb is.

Crossing seemed particularly treacherous to her. She commented on the level of background noise (because of roadworks) and the ambiguity of car movements. She noticed that the cars need to slow down due to a speed bump directly before the crossing, so it is not clear whether they are slowing down to turn the corner or to continue up the road. Furthermore, traffic coming from the other direction adds an extra layer of difficulty at this particular crossing. 

In fact, she had no idea that we had stopped in the road at this crossing before we told her. The kerb had been covered with tarmac to make a small slope for pushchairs, etc. yet this was not detected by her. 

Kerbs themselves were ambiguous. To a sighted person, the one shown in the footage is easily negotiated - where the kerb ends is obvious due to a colour change in the surface. Yet there is an almost imperceptible lip in the kerb to indicate the surface change. Respondent B would never have known this. She could barely find it with her white cane even after being told it was there. This posed a serious potential danger. 

Change of landmarks - Respondent B said she would never have known there was an area for buses and taxis to turn in from the road. She would have just assumed it was the road itself.

Respondent B frequently describes visceral sensations from other senses which she uses to work out where she is in the environment. For example, she knows we passed the bakery due to the smell; she knew we were on the bridge overlooking the river due to the change in wind on her left cheek meaning that she was facing Bridge Street; she knew we entered an alleyway because the surrounding noise became quieter, enclosed, etc. She also listened out for cars to detect whether they were slowing down and turning. However, relying on all of her senses was quite literally "exhausting". 

She said several times that she "cannot walk in a straight line". She felt that she had no sense of direction or orientation; hence, she could quite easily walk into the road as there are no kerbs to indicate if she has gone off-track. 

Respondent B felt that she was vulnerable, and this appeared to be the case while recording the journey. While she said she felt safe because she had us there guiding her, she said she felt "completely out of my depth" and that there was no way she would have made it this far by herself. 

Roadworks and street furniture are a problem. Firstly: noise caused by building work means that her ability to negotiate the environment by hearing is significantly diminished. There were no other indications about where the roadworks are or adequate means of communicating diversions. Respondent B found street furniture in the high street somewhat random and unnecessary (e.g. boulders). Respondent B told us a story where her husband seriously injured himself because of street furniture. 

"Side-swiping" – the technique of using the white cane to swipe a wall on one side to safely stay away from the road. Respondent B was taught this technique. This is often unhelpful because shop doors could be open and she could swing inside, trip people up, etc. 

Pavement quality - potholes in the footpath have caused her injury in the past. (Contrast to Respondent A – she uses holes in the pavement and the feeling of the pavement as landmarks.) 

It occurred to Respondent B that litter and dog fouling (among other things) could be extremely unpleasant. Her cane could catch some and when she folds up her cane could get it on her hands or in her handbag - unhygienic; potentially dangerous. 

Sheer concentration of using the white cane can cause "white finger" due to the very specific way blind and partially sighted people hold canes to sense vibrations. 

On the high street, she can use drainage grates to distinguish where the "kerb" is, but they are very easily missed - and if she does miss them, she is already in a precarious situation on the road. 

Walk 8 & 9: Accompanied Walk Notes

The following two accompanied walks were conducted in the same town as 6 and 7 one month later. Similar routes were followed with some diversions to show areas of interest. Both respondents are male. Respondent A offers a new perspective to the footage of these walks as he has been blind since birth. Respondent B has been losing his sight gradually for a number of years; his condition continues to deteriorate.   

Respondent A

60 year old male 

Reported as (completely) blind since birth 

The researchers noted that this individual displayed a high level of confidence during the walk, practically striding through the town. Furthermore, he displayed a strong sense of orientation. He required little to no assistance in negotiating the town and manoeuvring around obstacles and knew exactly how to get to a particular location. Evidently, compared to most of the other walks conducted in which the respondents had acquired sight loss, this individual was perhaps the most confident. This individual, being blind since birth, had no previous point of reference and, thus, had to adapt with his situation. (This was noted especially by the VIP organisation he attends: the contact was continually “astounded” that the respondent possessed such confidence and described some situations where it was “difficult to keep up with him”.  Furthermore, the contact explained that in one instance, his confidence resulted in him walking face-first into a wall. However, he had apparently shrugged it off as “it’s expected every now and then” and was evidently something he has learnt to accept). It is worthwhile to note that Respondent A had never been trained to negotiate the town centre; he worked it all out for himself. 

The most prominent difficulty observed in this respondent’s walk is street furniture. The town, as shown in the footage, has a considerable number of obstacles along the walkways and pavements, to include, but not limited to: shop signage, litter bins, lamp posts, bicycle rails and telephone boxes. In one clip, it shows the respondent walking/bumping into a few obstacles within the space of a couple of minutes. It is clear to see that these can be quite dangerous. However, the respondent said that these obstacles are more annoying than dangerous (he was quite an accepting individual: “these aren’t too bad”); in contrast, overhanging objects and bicycle rails (which he may not detect via his cane) are much more serious and could easily cause injury. 

There was one point in the walk where the respondent went out into the road. It is unclear whether this was due to an error on his part (tactile pads were placed on the kerbside), or, more seriously, that due to the extensive and continuing construction work taking place throughout the town has caused him to “lose his landmarks”. This issue presented itself at another moment in the walk where the road and pavement had changed to a shared surface (there was no longer a kerb) and that had, and still does, cause him to become disorientated. 

The bus shelter is difficult to use at times. There is no indication as to which bay is the appropriate one and thus it is very easy to miss the bus. There have been many times, he said, that he was waiting at one bay for a particular bus and frequently missing it until someone had told him he was standing in the wrong bay. 

The social services office in town was said to have become almost entirely inaccessible. Apparently, it is accessed via a small walkway into an elevator/stair shaft. However, there was nothing to indicate where the office was (even to the sighted researchers!). 

The respondent was very positive about the library. Accessing it via a staircase was not a problem to him. He praised the library staff being accessible and helpful. However, it was difficult for him to find Braille books as these are not supplied there, but he reported that it would be useful to be able to order and receive Braille via his local library rather than through the post as he currently does. 

In one road, everything was on one level: pavement, doorways, and the road. The road and the pavement were separated somewhat by a curved gutter. The reason he showed us this road was because he found this quite helpful in terms of access, but it became clear that it was not thoughtfully constructed. The respondent followed a “lip” in the pavement that appeared to have been overlooked by the construction work which actually took him into the middle of the road and at the centre of a crossroads. The researchers had to assist him out of danger at this point. This posed a particularly serious potential threat to the safety of those with sight loss. 

On a more general note, the construction work produced a lot of noise that permeated a significant portion of the town. It was mentioned that the respondent does rely on hearing to orientate himself. At points, it was extremely loud; in others, it was loud enough to disguise the sound of car engines as they drove by. Clearly, this could be very dangerous. The VIP organisation was promised by the local council that they would be informed about the progress of the construction works but this has not happened. 
Respondent B

40 year old male

Eyesight affected by retinitis pigmentosa – reported to have no central vision but able to make use of peripheral vision. Respondent explained that he had an additional disability called “neuroptic ataxia.” Apparently, medical professionals do not know exactly what it is or whether it is directly linked to his eyesight. It seems to be a progressive, inherited condition that will eventually force him to use a wheelchair. At several times during the walk, he told the researchers that the feeling in his feet and legs had disappeared/disappears entirely (at which point he must stop to rest).

The respondent suggested an improvement using colour-contrasting regarding bicycle rails and the “decorative balls” in the high street. Bicycle rails are composed of reflective silver metal which, to him, blends in with the pavement especially on an overcast day. He suggested that colouring them black so that they stand out would be helpful to him. However, he appreciated that making it black may not work for others, so he was unsure how it would be best to surmount this problem. The respondent also suggested colouring the balls with dots, “like a ladybug”, to make them stand out. Furthermore, benches and litter bins are coloured very similarly – shiny metal – and blend into the environment. More seriously, their height varies. The respondent demonstrated how easily it would be to fall over a bench (it was about as high as the middle of his shin) and cause injury. In addition, there was no consistency with the height of benches, chairs or tables either.

The respondent almost walked into fencing sectioning off an area where renovations were being completed, as shown in the footage. No adequate signage was available and, as above, the fencing was a grey-metal colour that blended into the environment. 

The respondent is thinking of getting a “disabled dog” which fetches items for the owner, e.g. if the person dropped their phone, the dog would take it and place it in the person’s lap. Unfortunately, it seems these dogs cannot also be trained as Guide Dogs. 

As with Respondent A, the construction work around the town has removed useful landmarks this respondent can use to orientate themselves. For example, a taxi parking space has been paved over to expand the walkway. Barriers were also in place for no apparent reason. In other areas, hazard cones are haphazardly placed on the pavements and at crossings, which can cause problems. 

On a more general note, the construction work produced a lot of noise that permeated a significant portion of the town. It was mentioned that the respondent does rely on hearing to orientate himself. At points, it was extremely loud; in others, it was loud enough to disguise the sound of car engines as they drove by. Clearly, this could be very dangerous. The organisation was promised by the council that they would be informed about the progress of the construction works, but this has not happened. 

Walk 10: Accompanied Walk Notes

This walk took place in a residential area near a sea-side resort. The respondent was a 42 year old male who has been blind since birth. The interviewee said that he enjoyed an active social life with sighted individuals, to which his experiences are of particular interest. 

The respondent appeared to have a positive and confident attitude. 
Wheelie bins are problematic. They are usually placed on the pavement haphazardly. He frequently walks into these. He faces a similar problem when cars are parked on the pavement. Although he understands that cars may have difficulty parking, people can take more care with where they put wheelie bins. 
Driveways can be a problem.
The respondent had a particular issue about fouling. He says he never knows if there is any on the pavement and has trodden in fouling before, much to his embarrassment because other people point it out to him. He can relate to a previous walker’s experience of getting fouling on the white stick and touching it as they fold it away. It is very unhygienic and “completely avoidable”. He believes that people are just too lazy to clear it up.
Overgrown hedges can be difficult to deal with. If they stick out onto the pavement, he cannot use his stick effectively. He says he has been taught to follow a wall when he is walking, but this makes it difficult because it forces him out into the open, as shown in the footage. Again, this is “completely avoidable”.
The respondent explained that he has experienced other people’s inconsideration for his condition in the workplace. He described a situation where a colleague in the bank complained that his Braille machine was “giving her a headache”.
The respondent uses sound to negotiate a crossing in the road. He finds where it is via the tactile pavement. This particular crossing makes a beeping sound when it is safe to cross. Noise from traffic can make walking around difficult. 
Friends/people who know him shout out greetings – often “too loudly”, he claims. “You don’t do it to someone who can see; well, I can hear”.
He demonstrated how he finds the path to the park by using the metal grating/fence on one side of the pavement. One hand follows the fence while he sweeps the stick widely with the other hand. He also demonstrated “not using the stick properly” and subsequently walked into a thick lamp post. 
He emphasised detecting changing surfaces using the stick. This exercise makes him particularly efficient when navigating the pathway in the park. For example, he feels the grass, compares it to the path, and corrects himself quickly. In addition, he makes use of landmarks, e.g. the crossing, the metal fence, etc. 
The respondent felt that he was “extremely” sociable. He enjoys frequent nights out (two days a week to the pub) with sighted friends. He enjoys sitting down to talk to people and drinking. He always operates by sound: he can identify someone most of the time from their voice, but if it’s noisy he can find this difficult. (He says he often turns to his father after an encounter and asks, “Who was that?”)
He finds that people speak to him in the third person, i.e. “Is he alright?” – to which he responds, “Yes, he is. He has a voice so you can ask him yourself”.
Some friends like to play a joke on him and flick his ear without saying anything. He finds this very frustrating because he does not know who it is. “All I know is that I have an earache!” He wants people to appreciate that he does not always know who is with him and to identify themselves quickly. He comments that people may see him as rude or aloof because he needs confirmation from the other person in order to interact with them.
He mentions he can find it very frightening if people do not appreciate that he can often be left stranded if he has no landmarks to work out where he is, e.g. getting dropped off; having buses stop too early down the road, etc.
Introductions to other people are usually initiated by a third person, i.e. “Hi, this is Rachel”. The respondent likes to meet new people but often finds these meeting/greeting exercises fleeting as he never really gets to know them, i.e. they do not talk much or they “disappear”.
He finds that he needs to be careful when he is gossiping. He recounts a situation at work where he was complaining about a colleague to a friend and he did not know this colleague was in the room with him!
The respondent worries about what might happen to his social life should his father die. He says he may not go out at all unless travel is arranged perfectly. He evidently relies a lot on his father who enables him to go about his life easily.
The respondent uses a “regular” mobile phone which he can use without a problem – he knows where the 0 button is and can figure out where the other numbers are from there. He used to have a phone adapted to a blind person from RNIB, making use of digital voice announcements. He acquired this for about £30. However, one day the voice simply stopped working. Faced with some large maintenance costs to get it fixed, he opted to just use a normal phone.

Appendix 3: Detailed Sample Chart

Main Sample

	No.
	Age
	Level of sightedness as reported
	M/F
	Ethni-city
	Employment
	Diagnosis
	Length of time with sight loss
	Area
	R/U
	Other disabilities

	1
	16
	Blind
	F
	Yes
	ST
	From birth
	From birth
	SE
	U
	 

	2
	17
	Partially sighted
	M
	 
	ST
	Brain tumour at eight years of age
	9 years
	SE
	R
	 

	3
	18
	Partially sighted
	M
	 
	ST
	Result of leukaemia 
	11 years
	SE
	U
	Down's Syndrome

	4
	19
	Partially sighted 
	M
	Yes
	ST
	Glaucoma
	From birth 
	SE
	U
	 

	5
	19
	Blind
	M
	 
	ST
	Leber’s amaurosis and keratoconus, from birth
	From birth
	SE
	U
	 

	6
	22
	Blind
	M
	 
	ST
	From birth
	From birth 
	SE
	U
	 

	7
	24
	Blind
	M
	 
	V
	Chemotherapy side effect
	12 years
	NE
	U
	Deafness (in one ear)

	8
	24
	Partially sighted 
	F
	 
	U
	Septo-optic dysplasia (congenital)
	From birth 
	N
	U
	Mobility issues

	9
	24
	Blind
	F
	 
	U
	From birth
	From birth 
	SE
	U
	 

	10
	24
	Blind
	M
	Yes
	ST
	Medical mistake - led to glaucoma
	17 years
	SW
	U
	 

	11
	25
	Partially sighted
	M
	 
	ST
	Blue cone monochromatism; macular degeneration
	From birth
	SE
	U
	 

	12
	28
	Partially sighted 
	F
	 
	U
	Unknown/awaiting
	1 year
	NE
	R
	Hypermobility, chronic fatigue, chronic pain, incontinent, etc. 

	13
	28
	Blind
	M
	Yes
	U
	From birth
	From birth 
	N
	U
	 

	14
	29
	Blind 
	M
	 
	FT
	From birth
	From birth 
	SE
	U
	 

	15
	29
	Blind
	M
	 
	FT
	Retinitis pigmentosa
	From birth
	SE
	U
	 

	16
	31
	Some light/dark perception
	M
	 
	PT
	From birth
	From birth 
	N
	R
	 

	17
	31
	Blind
	M
	 
	V
	Cone dystrophy/photo phobia
	18 years (gradual loss since birth)
	SW
	U
	Hearing loss, kidney transplant

	18
	31
	Blind
	M
	Yes
	FT
	Glaucoma
	11 years
	SE
	U
	 

	19
	33
	Partially sighted
	F
	 
	FT
	From birth – coloboma
	From birth
	SE
	U
	 

	20
	34
	Blind
	M
	Yes
	FT
	From birth – glaucoma 
	From birth 
	SE
	U
	 

	21
	37
	Blind
	F
	 
	FT
	Retinitis pigmentosa
	From birth 
	SW
	U
	Hearing loss; loss of use of left wrist 

	22
	38
	Partially sighted
	F
	Yes
	ST
	Neuromyelitis optica
	12 years
	N
	U
	Wheelchair user

	23
	39
	Blind
	F
	 
	U
	From birth
	From birth 
	N
	U
	Type 1 Diabetes

	24
	40
	Almost entirely blind (3%)
	M
	 
	V
	Ataxia retinitis pigmentosa
	14 years
	SE
	U
	

	25
	41
	Blind 
	F
	 
	FT
	Cataract
	40 years (problems since birth)
	SE
	U
	 

	26
	42
	Partially sighted
	F
	 
	U
	Congenital cataracts at birth; recently glaucoma
	28 years
	SE
	U
	 

	27
	42
	Blind
	F
	 
	U
	Eye damage due to lack of oxygen in incubator (premature baby), plus glaucoma
	From birth 
	SE
	U
	 

	28
	45
	Blind
	F
	Yes
	FT
	From birth
	From birth 
	N
	U
	Laurence Moon Syndrome

	29
	46
	Partially sighted
	M
	 
	FT
	Accident
	25 years
	SW
	R
	 

	30
	47
	Blind
	F
	 
	V
	Glaucoma
	11 years (gradual loss from 1980s)
	SE
	U
	Diabetes 

	31
	47
	Light perception
	M
	 
	V
	From birth
	From birth 
	N
	U
	 

	32
	47
	Blind
	F
	 
	SE
	From birth
	From birth 
	SE
	U
	Hearing aid (works well)

	33
	48
	Partially sighted
	F
	 
	FT
	Retinitis pigmentosa
	39 years
	SE
	U
	 

	34
	49
	Partially sighted 
	M
	 
	FT
	Glaucoma; cataracts; calcium residues
	39 years
	SE
	U
	Arthritis

	35
	49
	Partially sighted
	M
	 
	ST
	From birth
	From birth 
	SE
	U
	 

	36
	51
	Blind
	F
	 
	FT
	Diabetic retinopathy
	10 years
	SE
	U
	Diabetes

	37
	51
	Blind 
	M
	 
	FT
	Nystagmus / Albinism
	From birth 
	SE
	U
	Albinism

	38
	52
	Blind 
	F
	 
	FT
	Unknown - possible side effect of MS; optic neurosis
	6 years
	SE
	U
	Multiple schlerosis, arthritis, bowel condition 

	39
	53
	Blind
	M
	 
	U
	From birth
	From birth
	SE
	U
	Learning disability

	40
	53
	Blind
	F
	Yes
	RT
	Unknown
	Unspecified
	SE
	U
	 

	41
	55
	Blind 
	F
	 
	ST
	General problems; sight loss a result of cancer treatment
	5 years
	N
	U
	Breast cancer

	42
	56
	Blind
	F
	 
	V
	Cancer
	4-5 years
	N
	U
	Type 2 Diabetes, cancer

	43
	56
	Partially sighted
	F
	 
	FT
	Unknown
	20 years
	SE
	U
	 

	44
	57
	Blind
	F
	 
	V
	Iritis/secondry glaucoma
	16 years
	SE
	U
	 

	45
	57
	Blind 
	F
	 
	FT
	Retinitis pigmentosa
	From birth
	N
	U
	Depression

	46
	60
	Blind
	M
	 
	FT
	From birth
	From birth 
	SE
	U
	Heart valve replacement awaited

	47
	60
	Some light/dark perception
	M
	 
	RT
	Retinitis pigmentosa
	40 years
	SE
	U
	 

	48
	60
	Blind
	M
	 
	RT
	Retinopathy of prematurity
	From birth 
	SE
	U
	Oesophagitis

	49
	61
	Peripheral vision
	F
	 
	V
	Best disease
	21 years
	SE
	U
	 

	50
	62
	Blind
	M
	 
	FT
	Accident
	35 years
	SE
	U
	 

	51
	62
	Blind
	F
	 
	RT
	From birth
	From birth
	SE
	U
	Bi-polar depression

	52
	62
	Blind 
	F
	 
	RT
	From birth
	From birth 
	SE
	U
	 

	53
	63
	Blind 
	M
	 
	SE
	Congenital cataract
	From birth 
	SE
	U
	Minor heart condition (though no impact)

	54
	64
	Light perception only 
	M
	 
	RT
	Optic atrophy/retinal deterioration
	50 years
	N
	U
	 

	55
	66
	Blind
	M
	 
	FT
	Retinitis pigmentosa
	Unspecified (gradual loss since 40s)
	W
	U
	 

	56
	66
	Partially sighted 
	F
	Yes
	RT
	Result of operations to remove a brain tumor
	15 years
	SE
	U
	Diabetes, thyroid problems, slight deafness (result from abuse)

	57
	67
	Partially sighted
	F
	 
	RT
	Detatched retinas/accident
	56 years
	SE
	U
	 

	58
	67
	Some light/dark perception 
	F
	 
	RT
	Retinitis pigmentosa
	From birth
	S
	U
	 

	59
	68
	Partially sighted
	M
	 
	RT
	Hemianopia
	Unknown
	S
	U
	CVA, diabetes

	60
	68
	Blind 
	F
	 
	RT
	Macular disease 
	14 years
	SE
	R
	 

	61
	69
	Partially sighted
	F
	 
	RT
	Glaucoma
	10 years
	SE
	U
	Rheumatoid arthritis

	62
	69
	Peripheral/PS
	F
	 
	RT
	Best's disease
	59 years
	SE
	U
	Deaf in one ear, osteoporosis

	63
	71
	Blind
	M
	 
	RT
	Retinal skesis/glaucoma
	19 years (gradual loss since birth)
	SE
	R
	Heart bypass

	64
	71
	Blind
	F
	 
	V
	Sticker syndrome 
	Unknown
	N
	U
	Arthritis

	65
	71
	Partially sighted 
	F
	 
	RT
	Cataract
	10 years
	SE
	U
	 

	66
	72
	Blind
	F
	 
	RT
	Cataract
	8 years
	SE
	U
	 

	67
	77
	Partially sighted
	F
	 
	RT
	Cataracts
	5 years
	SE
	U
	Anxiety, depression, claustrophobia, dysnopea

	68
	78
	Partially sighted
	F
	 
	RT
	Various maladies; eventual haemorrhaging 
	11 years
	SW
	U
	Broken right wrist at the time of the interview

	69
	82
	Partially sighted
	M
	 
	RT
	Retinitis pigmentosa
	12 years
	SE
	R
	 

	70
	82
	Partially sighted 
	F
	 
	RT
	Diabetic retinopathy/cataracts
	20 years
	SE
	R
	Diabetes, continence, dizzy turns

	71
	84
	Blind/retinitis pigmentosa
	F
	 
	RT
	Retinitis pigmentosa
	60 years
	N
	U
	Deafness, arthritis

	72
	84
	Partially sighted
	F
	 
	RT
	Macular disease/glaucoma
	10 years
	SE
	U
	 

	73
	86
	Partially sighted
	F
	 
	RT
	Macular disease
	10 years
	SE
	R
	Hip replacement

	74
	87
	Light perception only 
	F
	 
	RT
	Wet AMD
	1 year
	SE
	U
	Cancer

	75
	87
	Partially sighted
	M
	 
	RT
	Macular disease
	12 years
	SE
	R
	 

	76
	88
	Blind
	F
	 
	RT
	Macular disease
	12 years
	SE
	R
	Hip replacement; cancer

	77
	89
	Blind/myopia degeneration
	F
	 
	RT
	Myopia degeneration
	2 years (gradual loss since birth)
	N
	U
	 

	78
	90
	Partially sighted
	F
	 
	V
	Dry macular disease/cataracts
	28 months
	SE
	U
	 

	79
	90
	Blind
	F
	 
	RT
	Dry macular degeneration
	2 years
	SE
	U
	 

	80
	91
	Blind
	M
	 
	RT
	Macular disease
	15 years
	SE
	R
	Hip replacement

	81
	91
	Partially sighted
	M
	 
	RT
	Cataracts
	Unknown
	SE
	U
	 

	82
	92
	Partially sighted
	M
	 
	RT
	Macular degeneration
	1 year
	SE
	U
	Cancer 

	83
	93
	Blind
	M
	 
	RT
	Glaucoma
	26 years
	SE
	R
	Ramsay Hunt syndrome, hip replacement, sight CVA


Children 

	Interviewee
	Age
	Level of sightedness as reported
	Gender
	Ethnicity
	Employment
	Diagnosis
	Length of time with sight loss
	Area
	R/U
	Other disabilities

	1
	5
	Partially sighted
	M
	 
	C
	Retiniscisis
	From birth 
	SE
	U
	 

	2
	7
	Partially sighted
	F
	 
	C
	Cataracts, stigmatism
	From birth 
	SE
	U
	 

	3
	9
	Partially sighted
	M
	 
	C
	Retinitis pigmentosa
	From birth 
	SE
	U
	 

	4
	9
	Partially sighted
	M
	 
	C
	Bilateral coloboma
	From birth 
	SE
	U
	 

	5
	10
	Partially sighted
	F
	 
	C
	Albinism (photosensitivity), "horizontal wobble"
	From birth 
	SE
	U
	 

	6
	12
	Blind
	F
	 
	C
	Unknown
	From birth 
	SE
	U
	 

	7
	13
	Partially sighted
	F
	 
	C
	Retinopathy of prematurity
	From birth 
	SE
	U
	 

	8
	13
	Partially sighted
	M
	
	C
	Retinitis pigmentosa
	From birth 
	SE
	U
	Learning difficulties; speech issues; cerebral palsy with brain damage 

	9
	15
	Partially sighted
	F
	 
	C
	"Lazy" stigmatism
	From birth 
	SE
	U
	 

	10
	15
	Partially sighted
	M
	 
	C
	Retinopathy of prematurity
	From birth 
	SE
	U
	 


Age Summary 

	Children
	16-24
	25-34
	35-49
	50-60
	60-74
	75+

	10
	10
	10
	15
	13
	18
	17


Appendix 4: Interview Topic Guides: Key Informants; Blind and Partially Sighted Adults; Carers; and Parents and Children

Topic guide – Key informants
Introduction

SSMR at the University of Surrey is currently conducting a study for RNIB on the needs of adults and children with sight loss. We’re looking to get their views and experiences to help develop services for those with sight loss.  

At the outset we are asking a number of professionals their views of people’s needs and perceptions of gaps in support provision.  This will help focus our interviews and help identify potential interviewees.

Name:




Organisation:
Years working with sight loss:

Interviewer:





Date:


Telephone? Face-to-face?
Needs

What are the main needs for support/assistance that people with visual loss have?

Which are most important?



What differences are there related to age, gender, class, ethnicity and disability?

Which groups needs are not adequately met in your view?


What differences are there in the needs of those with long-term impairment/those newly registered, i.e. how do these needs change over time?

Services for those with sight loss

How satisfactory do you feel the support provided to blind and partially sighted people is?  Why?

How could this support be improved?

What is the most important support/service provided to people with sight impairment?

Which services do you feel people would like/need that are not available at present?

Do you expect the need for support/services for those with sight loss to change in the future?  Why is that?

Information

How easy do you think it is for people to obtain information about what support /services are available?

How could this be improved?

Issues

What do you feel are the key issues for those with sight loss that we should be focusing on?

Do you have any examples of good practice in providing support/services for those with sight loss?

Anything else?

Topic Guide – Groups/Interviewees with sight loss 
(Questioning to be phrased appropriately for individual’s degree and recency of sight loss)

Introduction

Personal introductions – family situation, working/educational situation, living situation
How long have you suffered with sight loss?

Do you have any other major health issues that impact on your ability to do things?

Nature/degree of sight loss and onset – gradual/sudden

Can you tell me a bit about you lost your sight and what this has meant to you?

Changes

What do you feel are the key areas where your life has changed since you lost your sight? (rephrase as necessary depending on time of onset of sight loss)

What has been most difficult to deal with?

Support

What support do you receive nowadays?  Formal support? Informal support?

What support is most important to you?  Why is that?

What support did you receive when you were losing your sight?

What support was most important to you?

Were there any ‘gaps’ in support?  What further support would you have liked?  What would have helped most?

How satisfied are you with the level of support currently provided to you?
Are there any ‘gaps’ in the support you receive?  Which of these is most significant?

What improvements would you like to see in support/services provided?


What would you say are the biggest difficulties that confront you now because of your sight problems?  Is there any further assistance that could be provided for these?

[Interviewer note: Be aware of the following possible areas (in addition to those specifically examined below), prompt if any appear to be important but have not been mentioned:

· Transport

· Housing 

· Health

· Rehabilitation

· Equipment and adaptations

· Communications aids]

General situation

What do you feel pleased that you are able to do independently?

Is there anything that you miss being able to do independently?

What is most important in this?

Why is that?

Do you feel any support could be provided that would help you do this?

Have you learned any new ways of doing things?  If so, what?

Are there any particular areas of your life where you feel it might be helpful to learn to do things differently?

Is there anything that has become more difficult to do over time?

Information

How do you find out about services that exist to help those with sight loss?

What would help you to obtain this information?

What else do you need to know?

Do you feel that the different providers of services work together?  Does one provider refer you to another/provide information about other services?

Leisure activities

What are your interests, activities, hobbies?

Have these changed as you have lost your sight?  Are you able to continue with the same activities etc.?  What, if any, adjustments did you need to make?

Have you found new activities and interests?

What support do you have to carry out these activities?  What support do you feel you need?

What are the main limitations on what you can do?

Work/Education (as appropriate) 

How has your sight loss affected your working situation/your education?

Did you have any specific support or retraining at the time you lost your sight?

What support do you have now to help you in your working/educational situation?

(If appropriate) In seeking employment?

Is there any further support you feel would be helpful?  What?

Quality of life

Is there anything that you feel would make a significant difference to your life now?

Is there anything you would buy to make life easier if you could afford it?

If you had a personal care budget what would you want to spend this on?  What do you feel you most need help with?

The future

What, if anything, do you expect to change in your life in the future?  For the better?  For the worse?

What would help you to deal with these changes?
Topic guide – Carers for those with sight 
(Questioning to be phrased appropriately for individual’s degree and recency of sight loss)

Introduction

Name:





Age:





Geographical:




Interviewer:

Date:


Telephone:
Any other major health issues VI cared for? Yes / No
Relationship to VI cared for?







Can you tell about the person’s sight loss and what this has meant to you?

Changes

What do you feel are the key areas where life has changed since their sight loss (rephrase as necessary depending on time of onset of sight loss)?

What has been most difficult to deal with?

Support

What support did they receive when they were losing their sight?   What support was most important at that time?  Any emotional support?  For you?

What support do they receive nowadays?  Formal support? Informal support?  What support is most important?  Why is that?  

Were there ‘gaps’ in support?  What further support is needed?  Which is most significant?  

What improvements would you like to see in support/services provided?


What would they say are the biggest difficulties that confront them now because of their sight problems?  Is there any further assistance that could be provided?

[Interviewer note: Be aware of the following possible areas (in addition to those specifically examined below), prompt if any appear to be important but have not been mentioned:

· Transport

· Housing 

· Health

· Rehabilitation

· Equipment and adaptations

· Communications aids]
General situation

Any areas of their life where it might be helpful to learn to do things differently?

Is there anything that has become more difficult to do over time?

Information

How do you find out about services?  What would help to obtain this information?

Do you feel that the different providers of services work together?  Does one provider refer to another/provide information about other services?

Leisure activities

What are the person’s interests, activities, hobbies?  What, if any, adjustments were needed?

Any new activities and interests?

What support is needed to carry out these activities?  What support would be good?

Work/Education (as appropriate) 

How has their sight loss affected their working situation/their education?

Did they have any specific support or retraining at the time they lost their sight?

What support do they have now to help in their working/educational situation? (If appropriate) in seeking employment?

Is there any further support that would be helpful?  What?

Quality of life

Is there anything that you feel would make a significant difference to their life now?

Is there anything you would buy to make life easier if you could afford it?

If they had a personal care budget what would it be useful to spend this on?  What do you feel they most need help with?

The future

What, if anything, do you expect to change in your life in future?  For better/for worse?

What would help deal with these changes?

Anything else?

Topic guide for children and parents

Note:  this was a general guide to questioning and was adapted for the

individual interviews with children and parents.

Key themes for children

Education

Views on subjects

Details of various subjects, e.g. maths, languages, music, art, and how children cope with these/what aids are needed.

Equipment in schools

PCs

Text Books

Reading Books

Music books

Equipment to manage school

Learning Support
Variety and Availability

Testing/exams/homework

Balancing Support and Independence within education

Physical aspects 

Managing the physical layout of school

Assembly

Views on teachers/support

PE

Concentration on ball sports/difficulties

Issues with adapting PE

The Playground

Activities

Interacting with others

Travel to/from school

Assumptions/availability of choice

The Future-Educational aspirations

Friendships

Managing challenging friendships

Friends who also have vulnerabilities

Friends with VI

Friends in a caring role

Friendships outside of school

Leisure

Variety of Opportunities for Independence

Coordination and sports

Clubs, e.g. Brownies, Actionnaires

Computing

Socialising outside of school

Reading

Working, e.g. at stables

Home-Independence

More general views on the future
Key themes for parents

Early years

Dealing with issues arising from VI child/children

Views on education

Current and future, inc. university

Concerns about support/finance

Statements

Issues with school, e.g. support provided, class sizes, etc.

Positive and negative views

VI units in school

Views on sports and leisure activities

Opportunities/difficulties

Use of internet as source of information

Support from organisations (for VIP or general)

Views on statutory services

Support/interaction with other parents in same situation

Technologies

Views on availability/value, e.g. of computers

Issues, e.g. small mobile phones, watches, etc.

Transport issues

Encouraging independence

Views on the future
Appendix 5: List of Informant Organisations and Acknowledgements

Sincerest thanks go to the following organisations who participated in the research:

Action for Blind People (various branches)

Actionnaires (sports clubs run by Action for the Blind)

Action Trust for the Blind and Disabled People

Andover VIPs

Association of Blind Asians

British Retinitis Pigmentosa Society (Hampshire)

Eastbourne Blind Society

Hampshire Association for the Care of the Blind

Gosport Active Group for Visually Impaired

Kingston-on-Thames Association for the Blind

Liverpool Society for the Blind

Macular Disease Society

Merton Voluntary Association for the Blind

National Library for the Blind

Nottinghamshire Royal Society for the Blind

Open Sight

Organisation of Blind African Caribbeans

Oxted School

Retinitis Pigmentosa Society

Royal National College for the Blind

St Dunstan’s

SeeAbility 

Sensory Information Team

Sensory Information Team (Birmingham)

Surrey Association for Visual Impairment (SAVI)

Sutton Association for the Blind

Worthing Society for the Blind

Head of VI unit attached to a secondary school (anonymised)
Please note: A small minority of the key informants interviewed were blind or partially sighted. 
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