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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.  The full report is comprised of a number of sections including: 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.  This document presents a literature review which provided background to the research study.

2.
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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