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Precise summative outline of the findings and recommendations to consider in the development of support services for those with sight loss. For ease of use, this section is structured to address the many facets of support received and required that was uncovered and explored in the investigation:

· Summary of total sample, research method, objectives of the investigation, and emphasising the quality, richness, and depth of the participants’ own words.

· Overview of services, i.e. current perceptions and experiences and general recommendations.

· Key life changes, especially the loss of independence.

· Support received by participants, as reported.

· Employment, i.e. challenges in obtaining work and receiving adequate support within work.

· Emotional support.

· Information needs, i.e. what information, where to obtain it, provision in suitable formats.

· Transport, i.e. public services, cost, environment.

· Education, i.e. mainstream, specialist, and further education institutions.

· Enablement, i.e. making the most of residual sight and encouraging independence.

· Needs of different groups, to include: gender, younger/older people, those in minority ethnic groups, and those with additional disabilities.

· Children, i.e. personal and social challenges, education, and the parents’ perspective.

· Key informants’ views on the needs of those with sight loss, bringing attention to the difference of emphasis between them and blind and partially-sighted individuals.

· Carers’ and parents’ perspective.

· Key focus areas for development of support services.

· Specific focus areas for development of support services.

1.
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.

The full report is comprised of a number of sections including a review of relevant literature; detailed findings derived from respondents who are blind and partially sighted, from key informants, and from carers.  The Appendices also include Case Studies, Accompanied Journeys, and the questionnaires and topic guides used throughout the research programme.  The following executive summary outlines the key findings.

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. 

2.
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. 

References:

Bruner, J. (1986) ‘Life as Narrative’, Social Research, 54(1): 11-32.

Plummer, K. (1995), Telling Sexual Stories: Power, Change, and Social Worlds. London: Routledge.

Riessman, C.K. (1993) Narrative Analysis. London: Sage.

Rosenweld and Ochberg, (1992) Storied Lives: The Cultural Politics of Self-Understanding. New Haven, CT: Yale University Press.

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 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.

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.  

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. 

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 follow on the next page:

	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. 

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. 

3.
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 everyday 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

· 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.

