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Section One – Setting the scene

1.1
Emotional well-being

Emotions are differently experienced by individuals and liable to change over time. As a result, the review of literature which follows should be seen as a broad synopsis of possible impact on emotional well-being. It neither claims to cover a universal experience for blind and partially-sighted people, nor to include the full spectrum of experiences. Emotional well-being allows for a broader conception of the effect of visual loss on the patient, moving beyond the clinically measurable, enabling the affected population to express how it is experienced by them. It is hoped such an approach will lead to a greater understanding of the whole experience of being blind or partially-sighted and to offer positive ways forward. The review focuses on economically more developed countries (unless stated), primarily the UK and USA, for where the evidence is more prolific and relevant to our target population. A variety of derivations were used of the following words to create search terms: partial sight, visual impairment, sensory loss, blindness, diagnosis, emotions, emotional well-being, psychosocial and mental health.
1.2
Link between physical and emotional health

Chronic illness and disability ‘disturbs not only one’s physical body, but the trajectory of one’s whole life at a number of levels’ (Nettleton, 2006, p. 93). It is well established that physical health will have an impact on emotional and mental health, some of which maybe physiologically linked to the physical disability but much of it will be in reaction to it, or indirectly as a consequence of the effect it has on everyday life. Health is more than the absence of illness; it is, among other things, about maintaining a sense of self, feeling valued, having a role and being able to contribute (Kayawa-Singer 1993, cited in Nettleton, 2006). The importance of avoiding a ‘fixed way of thinking about the way people respond to illness’ is highlighted by Senior and Viveash (1998, p. 53). The needs of people with disabilities only become something which requires active redressing ‘within a context which excludes, marginalizes or fails to take them into account in the first place’ (Nettleton, 2006, p. 89). The social model argues for the disabling attitudes and environments prevalent in our society to be tackled.
It is well documented amongst the literature that ‘sight loss can lead to depression, loneliness, and anxiety’ (Hinds et al., 2003, p. 1391). Its impact on people’s emotional well-being and mental health will vary with numerous factors. This review attempts to identify some of those factors, both positive and negative, and overlap will be evident due to their inter-relatedness.

1.3
Measurements of Quality of Life

A lot of research in this field looks at the impact of sight loss on quality of life (Hazel et al., 2000; Stevenson et al., 2004). The importance of using QoL measures is highlighted by Dandona et al. (2000, p. 65) as they ‘can provide a comprehensive picture of the burden of visual impairment that is beyond clinical evaluation’. As du Feu and Fergusson (2003, p. 95) comment, the difficulties associated with sensory impairment ‘are often as much to do with society’s attitudes towards them as with the direct effect of sensory impairment’.

Quality of life indices tend to have some questions which refer to emotional and psychological well-being and indirectly address them through activities that maybe affected by this. Examples include: learning new skills, adapting patterns of behaviour – which may affect current home life, changing social relations, adjusting to (re)employment and influence on hobbies (Senior and Viveash, 1998). In addition, survey instruments, such as the SF-36 include a mental health component which helps us to build a picture of the experience of blind and partially-sighted people. 

It is important to note that these instruments tend to be general, so the specificity of vision loss may not be investigated fully through them (Hinds et al., 2003 and Parrish, 1996). Currently, there is a lack of well-tested instruments for measuring ‘successful psychosocial adaptation to profound vision loss’ (Tolman et al., 2005) and thus categorically identify positive features which could be promoted with diagnosis. To counter this, recent studies have striven to develop their own survey instruments, for example Guide Dogs functionality survey (Pey et al., 2007). For a further discussion of the different types of survey instruments, refer to Parrish (1996). 

1.4
Defining the field

The definition used of blindness and partial-sight will predetermine the type of questions asked and the indicators investigated (Osipovic et al., 2003) – hence shaping the findings. Visual acuity is only one way of measuring visual functioning (Burmedi et al., 2002), however it is the one predominantly used when describing research populations in the field. The research studies the literature appraises are very diverse in terms of their tools for measurement, sample selection (and size), focus and research design. As a consequence, comparisons of research data are difficult and compounded by the varying definitions of children (Gilbert, 2001) / older people and even visual impairment. There is a large quantity of research available in the domain of older people and the effect of blindness and partial-sight on emotional well-being, in specific depression. In contrast, there are few studies of working age people or the congenitally blind. In this review qualitative research has been included, along with professional magazine articles, organisational publications and so forth, in order to build up a broader picture than empirical literature alone would allow for. The specific case of deaf-blind people is not really developed here, for information re: Skellington Orr et al. (2006).
As Hazel et al. (2000, p. 1313) comment: ‘the correlation between perceived visual quality of life and visual function is, to an extent, specific to the cause of low vision and the types of visual function affected by the disease.’ Likewise, Cruse (1999) comments that ‘the way in which someone experiences sight problems often depends on the medical condition or trauma that caused their loss of sight’. Consequently, different studies will yield different results. This review attempts to identify some of the overarching themes while holding onto the basic premise that each individual will experience blindness or partial-sight in their own way. Likewise, van Huijgevoort (2002, p. 784) draws attention to the risk of a skewed perception which may build up due to numerous studies which convey the visual impairment as ‘the most important aspect of a person and then us[ing that] single characteristic to interpret other characteristics.’
Section Two – Diagnosis of sight loss

2.1
Diagnosis and cycle of emotions

Baus (1999) adheres, in a general sense, to a well documented sequence of emotions associated with the loss of vision.  The phases summarised by her model (1999, p. 42) are as follows, and are also elaborated in detail in Cruse (1999):

One – ‘unwillingness to face the truth’ e.g. shock, denial. When people receive diagnosis they have different rates of assimilation (Bond, 1997) and clarity of thought to ask appropriate questions. What the condition is and what it means needs to be shared with people, and the way this is imparted is fundamental in ‘shaping reaction to it’ (Vale, 2001). After the onset of a chronic condition, people start to consider the impact on their life and gather information to further their understanding (Senior and Viveash, 1998). Patient’s expectations for their future can be considerably changed (McBride and Norowzian, 2006), and this needs to be mediated by a supportive professional. This is where an ELCO (Eye Clinic Link Officer) would be highly valued, however the number of specially trained staff in this field is low (Vale, 2001). A second appointment or a support phone line (e.g. of local and national societies) may be examples of manageable alternatives, enabling questions to be asked ‘once the news has sunk in’ and offering information on help that ‘is available to make the most of remaining sight and retain independence’ (McBride and Norowzian, 2006, p. 33). The initial and most predominant feeling experienced appears to be one of loss, and akin to grieving.

Two – ‘recommencement of emotions’ e.g. anger, resentment, distress. Emotional support to guide people through this ‘cycle’ and provided by the statutory services of health and education may be limited due to pressures on time and resources, leading to a greater expectation placed on family, friends, neighbours and voluntary organisations (Vale, 2001).
Three – ‘depression’ – may require help from a counsellor, therapist or medication. The role of counselling has an obvious application here. Unfortunately Vale and Smyth from the RNIB (2002), found that only 2% of survey respondents had received counselling in any form. The need to deal with negative emotions is paramount if ‘depression, illness, accidents, self-neglect and social isolation’ are to be minimised / avoided (Khan, 2004, p. 34). Selecting the services which will be most appropriate to a person will be affected by psychosocial state; consequently this needs consideration earlier rather than later. 
Four – ‘changed relationship between oneself and the world’ e.g. adaptation. To qualify this, some studies have commented that rehabilitation services are either not accessed or rendered less successful by participants who are not emotionally ready to take on board the training. Therefore such services need to work in collaboration to ensure the timely delivery of the service, resulting in best outcomes for the recipients. The benefits of registration should also be emphasised at an appropriate time, although this is set against the fact that some people find the process impersonal and heightens stress levels (Vale, 2001). However, such a statement needs to be tempered with the current state of affairs, where it often takes ‘more than a year from detecting sight loss to receiving an assessment and rehabilitation services’ (Vale, 2004). As a consequence, a wait necessitated by the service user’s emotional state needs to be differentiated from one caused by poor co-ordination of services.
Emotions may be experienced in different intensities, for varying durations and in tandem with other feelings (Cruse, 1999). The ability to minimise disruption to everyday life will be mediated by such factors as emotional and psychological state, financial situation, the availability of social support and health care, the severity and duration of symptoms (Senior and Viveash, 1998). It is believed that adjustment to disability will be ongoing and dynamic (Huijgevoort, 2002). Psychosocial resources have an important role in coping mechanisms which are enacted in stressful life events (Jang et al., 2003), such as diagnosis of sight loss and adaptation.

Positively, Kleinschmidt et al. (1995, p. 32) ‘found that depression, anxiety, and decreased life satisfaction are not necessarily long term consequences of vision loss. After an initial reaction phase, they will not be experienced by the majority of the visually impaired.’ Health, education and social support services along with families should be aware of this, to know that such states are not ‘normal’ and there are strategies and support which can be enacted to avoid, alleviate and redress negative emotional states. 

2.2
Diagnosis and children

Diagnosis of partial-sight or blindness in children can result in a variety of responses from their parents / carers, who maybe mobilised into action, freeze or deny diagnosis among others (Heiman, 2002). These reactions bare a strong resemblance to diagnosis of one’s own visual impairment. Rahi et al. (2005) highlight the importance of the time around diagnosis for parents’ to fully understand their child’s condition and options, in order to be the most effective advocate(s) possible. Understanding their child’s specific needs and learning to accept their condition will allow for greater support and the timely accessing of appropriate services. The importance of the family understanding a condition will impact on how it is conveyed to the child and dealt with together. For example, just over half the adolescent participants of Chang’s and Schaller’s (2000, p. 72) small-scale (n=12) in-depth study ‘reported not knowing the [a]etiology of their visual impairment’.
Section THREE – IMPACT on emotions and perceived functionality

Individual LEVEL

3.1
Daily Living Tasks

A complex web of emotions is associated with sight loss. For example, loss of self-esteem maybe experienced as people are impeded in their carrying out a normal range of competences – this could then result in a sense of losing control (Dodds, 1991). Significant losses recognised by du Feu and Fergusson (2003) are the loss of reading and independent travel. A person’s sense of intrapersonal control can be significantly affected by sight loss; especially it becomes difficult to carry out everyday tasks such as reading medication labels and paying bills (Tolman et al., 2005).

Horowitz et al. (2005, p. 563) observe that visual impairment considerably affects the carrying out of daily living tasks and social activities, and is a strong ‘predictor of functional decline’ over the long-term. Planning daily live takes great organisational effort (Baus, 1999) and in a recent RNIB survey, it was noted that approximately half of visually impaired older people live alone, and yet few had received training in daily tasks such as preparing a meal (ADSS, 2002). 

People will experience the limitations associated with sight loss differently. For example, Weih et al. (2002, p. 297) use the example of loosing the ability to thread a needle being of importance to a person who sews, but not to someone who does not. They go on to state that ‘from individual response to loss of particular abilities arises the need to assess vision-related rehabilitation needs of individuals from the individual’s point of view’. As a consequence, their study looked to frame questions in such a way that respondents could focus on the impact of sight loss on activities which were significant to them, rather than ascertaining their ability to do a certain activity, or ‘visual symptoms’, and to test the validity of such an approach. The importance of service users own definition of their needs is also addressed by Lovelock et al. (1995).
The priority for blind and partially-sight people tends to be about perceived visual functioning more than clinical measures (Burmedi et. al, 2003), and ‘the experience of illness [and disability] is shaped by people’s reactions to it’ (Senior and Viveash, 1998, p. 62). As Hazel et al. (2000, p. 1314) points out, people’s perception of how well they can see is not just dependent on physiology, ‘a psychological or emotive element also contributes’. Parrish (1996, p. 920) goes so far as to claim that ‘patients themselves are not interested in improvements in a biomedical indicator, but rather in how treatment affects their quality of life’, which is understandable.

Hinds et al. (2003) investigated the impact of a low vision service on QoL for 71 patients with AMD. The results showed that QoL issues, in general, caused less concern. In specific, participants were ‘significantly less anxious about deterioration of their vision, safety within the home, and coping with everyday life…However many patients were still unable to carry out their preferred everyday activities, and feelings of loneliness and isolation were unchanged.’ [Italics added.]
Similarly, hindered ability to care has been researched by Stevenson et al. (2004) who undertook a cross-sectional study of 199 older people with AMD, utilising visual function tests and questionnaires covering SF-36, DLTV (daily living tasks dependent on vision) and perceived ability to (self)care. An important finding was ‘that self reported visual functioning and physical functioning were significantly better indicators of ability to care for self or provide care than clinical measures of vision, which are parameters that have been traditionally accepted as markers of visual disability’ (Stevenson et al. 2004, p. 1128). Ability to care should also be considered alongside desire to care, as Vale (2001) raises the issue of self-neglect.
3.2
Depression

It is important to note that many studies focus on depressive symptoms as opposed to clinically defined depression. Some studies have carried out regression analysis to quantify the significance of vision loss in comparison to other predictors with regard to depression (Burmedi et al., 2002). Burmedi et al. (2002, p. 47) summarise the extent of the issue, stating that ‘a considerable body of research using methodologies has shown the prevalence of depression in [age related] visually impaired groups to be at least twice as high as that found in normal populations’. The measurement of the presence and magnitude of the association between sensory impairment and depression varies between studies, ‘depending on covariates included in multivariate analyses’ (Jang et al., 2003, p. 174). A significant risk of depression in older people with visual impairments has been observed by Horowitz et al. (2005). The prevalence and persistence of depression and depressive symptoms in other age groups is less well documented.

Rovner and Casten (2001) allude to the prolonged effect of depression: ‘Once depression develops, the affective and cognitive experience and disabling effects are difficult to dispel, even when most symptoms are relived. Thus, prevention may be more effective than symptomatic treatment.’ (Rovner and Casten, 2001, p. 1100). They also made the observation that some people may develop depressive disorders that are, in themselves, disabling.  Those patients ‘who developed syndromal depression were 8.3 times more likely…to become disabled in visual function’, irrespective of changes in visual acuity (p. 1097). Depression is intrinsically inter-linked to many other domains, such as self-esteem (Huurre and Aro, 2000), and will affect the desire to (re)learn skills and the predisposition to learn – which has implications for rehabilitation.
Fitzgerald (1970, cited in De Leo et al., 1999, p. 340) had 90% of case studies – North American adults with recent sight loss - report depressed mood, which was accompanied by symptomatology ranging from insomnia, loss of self esteem, crying and loss of appetite through to, in more extreme cases, hallucinations, paranoia and alcohol misuse. Psychosocial adaptation to vision loss and depressive affect was assessed, in an exploratory fashion, among a sample of legally blind adults in the USA (n = 144) by Tolman et al. (2005). They concluded that poor adaptation to vision loss resulted in more depressive symptoms. Interestingly, through their study they differentiated between intra- and inter- personal factors and their relationship with depressive affect. The two intrapersonal factors of ‘acceptance of and compensation for vision loss, were more related to depressive affect than the interpersonal factor or the impact of vision loss on friends and family’ (p.752). Other contributory factors such as loss of a partner and movement from long-standing home can be inferred as contributory factors. As a consequence, some studies have chosen to exclude people who have recently experienced bereavement from their sample.

De Leo et al. (1999, p. 339) comment that ‘typical patient reaction is depression of varying duration and severity, according to the patient’s underlying personal characteristics and socioeconomic status.’ This can be particularly persistent in the aging population, especially when it is combined with hearing loss (Cruse, 1999). The generally made assumption that depression is an inevitable by-product of aging is challenged by Kleinschmidt et al.’s (1995, p. 31) US data of 80% minimally impaired and 68% severely impaired ‘were within the normal range for depression’. Depression has the potential to go unrecognised, and thus untreated (du Feu and Fergusson, 2003). There has been tenuous links in the research that depression associated with sight loss can be a contributing factor to suicide (De Leo et al., 1999). However the categorisation of such events and their precursors are fraught with assumptions so should be treated cautiously, however considering predispositions to depression could help with the targeting of services.

Rovner and Casten (2001, p. 1097) undertook a cohort study of 51 patients who were interviewed 6 weeks ‘after the onset of bilateral vision loss and 6 months later’. To try and understand propensity to depression as well as rates, they assessed ‘depressive symptoms, personality traits, visual acuity, and vision and physical functioning’ (Rovner and Casten, 2001, p. 1097). Some key conclusions that were reached included that in people with AMD, ‘neuroticism is highly predictive of incident depression’. The prevalence of syndromal depression was noted at 23.5%, with high levels of depressive symptoms persisting over time (at least the 6 months of the study) and nearly 30% of the sample who were initially non-depressed developing depression by 6 months. Similarly, Finch et al. (1999) found individuals who scored highly on neuroticism scales were more likely to report negative social interactions. On the other end of the scale were people who scored highly on the personality trait of ‘agreeableness’ (cited in Cimarolli and Boerner, 2005). 

Kleinschmidt et al. (1995, p. 26) compared minimally (n = 40) and severely (n = 40) visually impaired older peoples’ experience of certain feelings in the USA. ‘The severely impaired were found to be significantly more depressed and scored lower in perceptions of control than the minimally impaired.’ This is qualified by the comment that some severely depressed people may have disproportionably affected the mean. Twenty-six percent of the visually impaired sample reported depression. 
Studies of the impact of rehabilitation services: In Tolman’s et al. (2005) exploratory study depressive symptomatology was negatively correlated with the number of rehabilitative services accessed. Another American study which supports this tentative conclusion was carried out by Horowitz et al. (2005), who interviewed 95 recipients of vision services, both at application for service use and approximately 2 years later. ‘Findings from hierarchical regression analyses indicated that low vision clinical services, counselling, and use of optical devices, in separate models, each significantly contributed to a decline in depression, after controlling for age, health status, vision status, functional disability, as well as baseline depression’ (Horowitz et al., 2005, p. 563). The figure for noted decline in depressive symptomatology amongst this study population was 13% (Horowitz et al., 2005). It is important to note that 62% were never depressed, 21% were consistently depressed and 4% were newly depressed – the factors impacting on these cases are far-ranging and individual (Horowitz et al., 2005, p. 566). 

3.3
Anxiety

Symptoms of anxiety, identified by Cruse (1999) ‘can include nervousness, sweating, light headiness, rapid heartbeat and breathing rate. Anxiety can also be prominent at the time of diagnosis when terms may induce certain responses (Parrish, 1996) and assumptions in people, further emphasising the importance of having trained personnel to talk with at this stage. Anxiety associated with sight loss tends, initially, to be high but can be seen to be reduced after diagnosis with the seeking of information, often involving trips to numerous ophthalmologists (De Leo et al., 1999).

Anxiety can be a particular issue if the person is the main wage earner or has been previously perceived as the ‘strong one in the family’, which could potentially lead to withdrawal or the masking of feelings of vulnerability (Cruse, 1999). Feelings of anxiety and lack of joy can hinder participation in society, hobbies and employment (Burmedi et al., 2002).  Rovner and Casten (2002), cited in Tolman et al. (2005 p. 748), ‘found that activity loss mediated the relationship between visual acuity and levels of distress related to vision loss, and that distress increased as individuals relinquished valued activities as a result of visual impairment.’ This is intrinsically linked to the reduction in perceived quality of life, described by Horowitz et al. (2005). Baus (1999) also addresses the cumulative impact of incidences in everyday life that can lead to a more prolonged feeling of stress.
Similarly, distress can be caused by sight loss, especially as some people experience hallucinations and there is a risk of being affected by Charles Bonnet syndrome (Cruse, 1999). Visual loss has been associated with hallucinations in Alzheimer’s patients (Chapman et al., 1999) and identified as a predisposing factor in delirium in older hospital patients (Inouye et al., 1993) – both studies cited in Burmedi et al. (2002).

3.4
Dependency

Whether an ‘accepted’ reality, (a reality fundamentally brought on by the surrounding environment or prevailing social attitudes), or a fear of not managing alone – the feeling of dependency is likely to be widely and adversely experienced among blind and partially-sighted people. Bond (1997) draws attention to the situation for young people – just when they may feel like they are gaining independence, loss of vision is likely to impinge upon this. Older people, as identified by Percival and Hanson (2005), may have a tendency to feel they are being a burden to others and can develop an associated inability to express heart-felt feelings, which in turn can affect mental health. Some blind and partially-sighted people may also feel humiliated by a seeming inability to carry out certain actions, or to have their privacy invaded (Cruse, 1999). Dependency is thought to provoke feelings of self-depreciation (De Leo et al., 1999) and decreased perceived autonomy (Tolman et al., 2005). In addition, other illnesses or disabilities have the potential to mask sight issues and reduce independence further (Vale, 2004). In Jones’s (2006) personal account of adjusting to glaucoma in the BJVI, he discusses the difficulty he experienced in ‘accepting’ a loss of independence. 

3.5
Stigma

Nettleton (2006, p. 95) discusses people’s felt stigma and how it generates anxiety. She defines the contributory factors which were identified by Goffman (1968): i) visibility of ‘condition’; ii) extent people are aware of ‘condition’; iii) degree of obtrusiveness (the degree to which ‘flow of interaction is impeded’); iv) perceived focus…Adjusting to sight loss was detailed as being more difficult for people who experienced adverse social reaction by Emerson (1981). For example, Griffin-Shirley and Nes (2005) comment that physical appearance may lead to reduced acceptance by sighted peers. This can result in such actions as isolating oneself, trying to ‘pass’ as sighted and covering up loss, (Emerson, 1981, eluding to Goffman, 1963). Stigmatisation leads to isolation because of societal attitudes impacting on functioning, rather than the disability itself or physical barriers (Glofke, 1983 cited in van Huijevoort, 2002). The potential to feel isolated from oneself as adjustment to sight loss takes place – especially if stereotyped views of blind and partially-sighted people are held is noted by Cruse (1999).

Negative self-perceptions could be associated with the labelling of a person as blind or partially-sighted, which can affect expectations of themselves, and others, treatment of them (Dodds, 1991). Vale and Smyth (2002, p.1) draw attention to the potential to underestimate of the influence ‘of ignorance or discriminatory attitudes’ on blind and partially-sighted people. It is hoped that the Disability Discrimination Act (1995 and 2005) is going some way to improve attitudes and access for blind and partially-sighted people. 

The fear of losing vision among the general population (associated with a lack of awareness) is also considered. Vale and Smyth (2002), citing an opinion poll carried out in 2000 of a representative sample of the UK adult population, state that sight is the sense that 90% of the population fears losing most of all, and 71% would want counselling or therapy if sight loss occurred. Young people have spoken of feelings of discomfort that are provoked by being unable to ‘merge into the background’ when out and about (Bond, 1997). In contrast, an issue with the system is that: ‘…people whose disability is not necessarily noticeable, such as those with vision impairment, may have to draw attention to their disability in order to ‘justify’ entitlement to support services, an added dilemma that profoundly affects proud, self-conscious, sometimes reticent younger people.’ (Percival and Hanson, 2007, p. 55).
3.6
Loneliness

‘Loneliness has been defined as an unpleasant experience that persons encounter when they assess their network as quantitatively or qualitatively less than they desire (Peplau 1985)’ cited in (Barron et al., 1994, p. 273). It has also been associated with health problems, including the aforementioned depression, substance misuse, somatic complaints and impaired cognitive functioning (Barron et al., 1994; Burmedi et. al, 2002 also reviews similar findings, p. 54). The former also go on to suggest that feeling cared about causes you to be emotionally connected to others, which may be a factor in reducing and preventing loneliness. There is inconsistency in study results with regard to whether there is a relationship between duration of visual impairment and duration or extent of loneliness (Burmedi et al., 2002). People with higher scores on the social anxiety scale appear to experience loneliness to a greater degree (Burmedi et al., 2002). A Finnish study conducted by Hurre and Aro (2000) found that blind adolescents reported feeling lonely more often than low vision adolescents.
Many feelings and situations can lead to blind and partially-sighted people experiencing loneliness, from internal emotions to the impact of the way society functions. For example, the design of the environment can contribute to social exclusion, as investigated by Percival and Hanson (2007) who undertook questionnaires with 121 London residents, and subsequent semi-structured interviews with a sample of 30 participants, to ascertain their circumstances and aspirations. People are active within their neighbourhood, however ‘this can be undermined if the wider built environment does not offer adequate levels of safety and security’ (Percival et al., 2006, p. 670). Percival and Hanson (2005, p.198) identified over a quarter of interviewees who felt ‘they were not sufficiently in touch with other people’ (overall n=400). This issue is complicated further if blind and partially-sighted people start to find it difficult to ‘recognize others’ faces’ (Tolman et al., 2005). Isolation can be linked to feelings of vulnerability and reliance on other people for information (Cruse, 1999). Unresolved feelings can affect self esteem and as a consequence will also impact upon friendships and relationships (Percival and Hanson, 2007).

While reviewing a text by Ellen Daniels, McLinden (2002, p. 49) comments that ‘the potential isolation that can be created by a visual impairment and…how this is frequently linked to the prevailing attitudes within society rather than to visual impairment per se’ is highlighted. The ADSS (2002) acknowledges that many blind and partially-sighted people will experience isolation and not feel able to participate in community life due to the lack of appropriate social care provided to meet their needs. For example, it is estimated that 60% of blind and partially-sighted people choose not to go out due to the stress associated with travelling alone (Skellington Orr et al., 2006). In addition, people may not feel safe (Giridhar et al. 2002) carrying out activities or going out of the home environment. Only twenty-seven per cent of surveyed blind and partially-sighted people felt confident walking in their own neighbourhood (Vale and Smyth, 2002). Isolation can feel more pronounced if for cultural reasons, inclusion in mainstream society, or the local community already feels limited.
FAMILAL

3.7
Child Development

Childhood blindness and partial-sight has an impact on all aspects of children’s life and their family (Boulton et al., 2006). Rahi et al. (1999, p. 387, citing Day, 1997) state that ‘blindness in childhood has far reaching implications for the affected child and family, and throughout life profoundly influences educational, employment, personal, and social prospects’. Reviewing previous research Boulton et al. (2006) found that parents tended to perceive their children in good mental health. There appears to be a lack of research that accesses the views of children and young people directly, as opposed to relying on proxies. 

The impact of visual impairment on early development is complex, for example Sonsken and Dale (2002, p. 785) give examples of the ‘integration and interpretation of input from the other senses, development of emotional bonding, personality and self-concept, social interactive skills’, and draw attention to the high prevalence of ‘additional impairments’. Gray (2005, p. 185) acknowledges that there is some ambivalence over ‘the impact of VI on child development’. However her small-scale qualitative study (n=15) had young people, parents and child care professionals noting an affect on children’s ‘physical, motor and social skills’ and a specific comment was made by one participant with regard to limited movement to minimise risk of injury. Factors which will have an influence on a child’s development include the child’s personality, family and community factors, the ethos of schooling facilities attended and extent of visual acuity (Gray, 2005). The impact on parents / carers can also have a further affect on their children, as identified by Sonsken and Dale (2002, p. 786). However, ‘the influence of the psychosocial domain on neurodevelopment in the infant VI population remains inadequately addressed’ (Sonsken and Dale, 2002, p. 787). 

‘Since vision also plays a part in the child’s social interaction, children with VI may have problems in interpreting facial cues, body language and in making friends (Fazzi, 2002; Bruce and Meggit, 2002)’ (Gray, 2005, p. 180; visual cues and learning the norms of social behaviour is also addressed by van Huijevoort, 2002). Roch-Levecq (2006, p. 508) remarks that by the age of four, congenitally blind children: ‘have a growing repertoire of social cognitive abilities, language, and representational skills, which should enable them to understand basic emotions shown by others. This should facilitate their perspective-taking skills.’ Although displaying facial expressions may remain difficult, probably due to not being able to see others. Through the use of Emotion Recognition Scales, results of an Australian study indicate that blind and partially-sighted children appear to be ‘delayed in acquiring emotion recognition ability, but are not significantly delayed in acquiring emotion understanding’ (Dyck et al. (2004, p. 795). Visual impairment does not necessarily impact on a child’s ability to participate in social interaction (Dyck et al., 2004).

3.8
Familial Influence

Barron et al. (1994) examined the potential relationships between marital status, social support and loneliness in blind and partially-sighted older people, interviewing 87 respondents using various scales. They found that never-married women had less support and that this was more associated with a lack of children than absence of a spouse. Family members provided most of the support to the people in the sample (n=87). People who lived alone did not necessarily experience any more loneliness than those who lived with others. It is postulated that expectations of a spouse offering support that are not fulfilled could cause loneliness to develop. 

Loss of vision can affect relationships with partners, family and friends, especially as some people ‘find it harder to relate to the person with restricted vision’ (Cruse, 1999). De Leo et al. (1999) discuss familial reactions to blindness and partial-sight, claiming the most common to be overprotection – which is also deemed the most counterproductive as it reinforces dependency (both literal and perceived). Perceptions of overprotection are ‘associated with less successful adaptation to age-related vision loss and with higher levels of depression and anxiety in young and middle-aged adults’ (Cimarolli and Wang, 2006, p. 547, citing Cimarolli research results in press). Likewise, overprotection also plays a role in the adaptation of older people to sight loss and can be associated with depression (Cimarolli and Boerner, 2005). In the particular case of parent(s) / carer(s) there is always the need to balance allowing children the freedom to develop socially, take risks and build resilience against protection from harm (Griffin-Shirley and Nes, 2005; Bond, 1997), which may well be heightened if they feel their child needs ‘more care’. Importantly, parents were shown to need social support from professionals before providing that support effectively to their children (Chang and Schaler, 2000).

In terms of counteracting loneliness during a child’s academic life, Gray (2005) draws attention to RNIB recommendations to provide awareness training to schools and sighted students to reduce bullying and promote the structuring of a safe and stimulating learning and play environment. ‘The affect of isolation on the child’s self-esteem and sense of self-worth are of concern to parents, early year professionals and young interviewees alike’, stressing the importance of social skills and friendship groups (Gray, 2005, p. 186). In a pan-disability review Heiman (2002) comments that parents of disabled children experience more care giving challenges, feelings of restriction, and greater levels of stress and depression than parents of non-disabled children.

From their study of 71 students with visual impairments and 88 sighted students Griffin-Shirley and Nes (2005, 276) concluded that there was no significant difference ‘between the two groups of students in their levels of self-esteem, empathy toward others and bonding with pets’. Van Huihevoort (2002) reviews various studies and relays differing conclusions with regards to the self esteem of children who are sighted in comparison to those who have a visual impairment. 
SOCIETAL

3.9 
Social inclusion
The Disability Discrimination Act (DDA, 2005) ‘defines a disabled person as someone who has a physical or mental impairment that has a substantial and long-term adverse effect on his or her ability to carry out normal day-to-day activities’ (Central Office of Information, 2007). This acknowledges that disability is a complex interaction between the personal, environmental and social.  An apt definition of social exclusion, in this context, is provided by Percival and Hanson (2005, p. 190): ‘…the perception or experience of having needs that, if unmet, marginalize and further disadvantage people with visual impairments, both as service users and as citizens more generally.’ 

Loss of vision has been ‘correlated with poorer self-confidence, decreased perceived autonomy, and a diminished social network’ (Tolman et al. 2005, p. 748). There is no singular cause of social exclusion, it is multi-faceted and complex (Douglas et al. 2007) – which makes it a long-term challenge to counteract, but one that can involve informal support as much as it can formal. For instance, Bruce et al. (2007, p. 81) question how influential governmental policy will be for ‘people whose home life, let alone ‘public’ life is highly constrained by informal factors such as lack of visitors, and lack of hobbies’. With-out low level support, older people become more vulnerable to requiring residential care, which has clear implications for social exclusion (RNIB, 1998 cited by Percival and Hanson, 2005).

3.10
Mobility

Public transport provides a challenge (Vale and Smyth, 2002) in many ways – accessibility, good use of announcements, associated facilities, cost and safety. Hazards require extra concentration to negotiate, which can be stressful. The loss of the freedom associated with a driving licence can also contribute to social isolation (Tolman et al, 2005). 
3.11
Employment

The UK employment rate for those with visual impairment as their main disability is 44.3%; for all people with disabilities of working age it is 47.9% and for the whole working age population it is 74.8%, (Osipovic et al., 2003). The importance of employment to working age people in terms of a role in society and feeling included has been raised by the researchers Percival and Hanson (2007). The resultant impact on employment, and thus income, should also be considered (Oliveira et al. 2005). It is estimated that three-quarters of the visually-impaired working age population are unemployed and yet many have not received employment-related training (how much of the population this would be applicable to in terms of co-morbidity is not clear from the report), (ADSS, 2002 and Vale and Smyth, 2002). The associated impact this has on self-identity is also of concern. Kim (2003, p. 285) states that ‘the level of social skills maybe an important variable that distinguishes visually impaired adults who are employed from those who are not’. This has implications for social skill development and exploration in a safe environment and at an appropriate time – probably preceding employment.
In terms of social support among employed, in comparison to unemployed, adults who are visually impaired, Cimarolli and Wang (2006) conclude that their experiences are more ‘positive’. They claim that ‘employment plays a significant role in the identity formation and personal well-being of all people’ (2006, p. 545), providing structure for everyday activities, financial benefits, interpersonal relations and consequently raised self-esteem. In addition, they cite studies which have demonstrated reduced psychological distress with a move to employment, and vice versa for a transition to unemployment. The incidence of positive social support during rehabilitation is thought to contribute to employment activity. The role of formal support for people with disabilities, for example creating a more inclusive environment or providing counselling, in the world of work is evident. 
Major barriers to employment were identified by Crudden et al. (2005, p. 329) as ‘employers’ attitudes, transportation and access to print’. As well as the lack of information employers have about adaptive and assistive technologies and techniques, participants in their study felt that employers ‘feared blindness’. With regard to newly acquired blindness it becomes evident that time, and support, after diagnosis is required to adjust practices and this should be allowed for before expecting people to return to work. Awareness raising exercise or training to colleagues may also be of value. This may result in renewed self-esteem, as experienced by Emerson (1981).
3.12
Economic status
The aforementioned employment clearly influences economic status. The understanding of benefit entitlement appears to be a grey area, which influences the rate and extent of benefit receipt. Economic exclusion is a key issue, for example Baker and Winyard (1998) state that ‘over 90 per cent of visually impaired older people liv[ing] on less than half the average national income – a widely accepted definition of poverty’ (cited in ADSS, 2002, p. 9). This will be a compounding factor in people’s ability to be socially included, if they can not afford to access transport, hobbies and so on. 

3.13
Housing

The availability of specialised housing elicits mixed responses in the literature – for example, an advantage is the on-site support versus being set apart from the community and the increase in perceived dependency (Percival and Hanson, 2007). In terms of more general residential housing for older people, it is difficult to differentiate the impact of sight loss on this particular form of ‘dependency’ due to the high level of co-morbidity (Stevenson et al. 2004).

The housing needs of working age blind and partially-sighted people is less well documented and has ‘received little public policy attention’, but is addressed by research carried out by Percival et al. (2006, p. 661). This in-depth study covers the housing experiences and aspirations of people aged between 18 and 55 in London (n = 121), as elicited through structured interviews. They found that people often felt disenfranchised by the housing process, for example if social housing landlords did not provide tenancy agreements in accessible formats or if time is not given to assess an offer – and the implications of turning it down. ‘Without such flexibility, the whole prospect of taking this crucial first step towards independence can appear daunting and may conspire to keep disabled people within the family home’ (Percival et al., 2006, p. 665). Forms were also established to have limited space for reasoning of requests and relied on medical assessments more than what actually constituted the housing needs of a blind or partially-sighted client. Similarly to the research carried out with regard to older people, supported housing was viewed as ‘not sufficiently diverse or targeted’ (Percival et al., 2006, p. 673). In the instance of working age people this raises a potential threat to self-reliance rather than a time-limited ‘supportive stepping stone’ (Percival et al., 2006, p. 672).

Housing agency workers need to be well informed about the needs of blind and partially-sighted people, including specific groups needs with-in that community (Johnson and Morjaria-Keval, 2007). For example, guide dogs are a significant mobility aid and need outside space (Percival et al., 2006). With regards to visually impaired children, Allen et al. (2002) have identified house design features, for example light, contrast and size that could improve their experience of home. Likewise, neighbourhood features have been recognised to enhance, or vice versa, social inclusion. For example, the implication of living near a main road for a VI child, or the availability of foot paths, open spaces and play equipment. Percival et al. (2006) also argues for the health and safety needs of blind and partially-sighted parents to be recognised.  

The location of housing is important in terms of ‘the practicalities of daily living’ and ‘in helping to foster a sense of social inclusion’ (Percival et al., 2006, p. 670). If the area is familiar, there will be greater ease of movement, confidence and social interaction, aiding independence and a feeling of belonging. The housing needs of blind and partially-sighted people in rural areas also warrants further consideration, with the potential for isolation to be compounded by lack of accessibility to amenities or support groups.
SECTION FOUR – FACTORS THAT AFFECT EXtent of impact

It is important to consider the inter-connectedness of the factors discussed below and to draw attention to the heterogeneity of the population. The factors may affect emotional well-being directly or indirectly.

4.1
Relationship between sight loss, emotions and self-confidence
A key text in this field is the narrative review of literature carried out by Burmedi et al. (2002), which focuses on the relationship between age-related vision loss and the themes of emotional adjustment and social relations. Emotional adjustment is taken to incorporate mental health status (e.g. depression) with the more generic and subjective notion of well-being, consequently there are more diverse measurements. Social relations appears to focus on inter- and intra-personal issues, for example ‘social support and loneliness’ (p. 48-49). Well-being is taken to include ‘life satisfaction, happiness, self-esteem, mood, and morale’ (p. 55). The impact of vision loss on self-esteem is both well documented and deemed highly significant. A sense of self is important in terms of people’s resilience and ability to live life to the full. A person’s identity and social role can be affected by the loss or restoration of sight (De Leo et al., 1999).

4.2
Congenital and acquired blindness
It is to be expected that people with congenital blindness will have different mental health needs to those whom must learn to adjust from their previous condition (Skellington Orr et al., 2006). Diagnosis, and the mental state it provokes, is a significant time for many of the 92% of blind and partially-sighted people who acquire blindness or partial-sight (approximately 92% - Vale and Smyth, 2002, p. 6) acquire impaired vision (Vale and Smyth, 2002, p. 6). Not that this makes the skills needing development and social support requirements any the less for the congenitally blind population, but it does emphasise the need for clear and supportive diagnosis procedures to ensure the minimisation of potential distress and reduced quality of life. 

4.3
Degree of blindness

Oehler and Fitzgerald (1980) found that ‘the psychopathological picture was worse for those with partial-sight loss who displayed a more marked presence of depressed mood, anger, and hostility’ (cited in De Leo, 1999, p. 340). It is not clear whether those who were blind had acquired it, or whether it was congenital – which could cause the finding to be interpreted differently. The implication is that people with blindness reduce symptomatology by learning rehabilitation techniques. 

Williams et al. (1998) carried out a study into the psychosocial impact of AMD. The sample (n=86) yielded statistics, based on the Profile of Mood States, that reveal greater levels of emotional distress among the older population with AMD then the ‘general community’ of comparable age. Interestingly, and a finding replicated by other studies…., people with blindness in one eye demonstrated more emotional distress than people with blindness in both eyes. This is despite ‘quality of life and ability to carry out daily activities…being equally diminished and were not different on demographic or other health characteristics’ (p. 519). 

It is postulated that the uncertainty of future vision loss contributes more to emotional distress than the actual level of visual acuity. The group with legal blindness in one eye ‘were more depressed and more fatigued, with a trend toward more anxiety, anger, and confusion’ (p. 519). How long the distress in this group lasts and whether it gets resolved are further questions posed by the author. Adaptation to loss of vision does appear to occur, as the study details greater emotional distress among those who had reported a reduction in visual acuity more recently. It is considered it may lessen as the condition stabilises. [In contrast, the Kleinschmidt et al (1995) study found no significant differences between minimally and severely visually impaired older peoples’ feelings of anxiety and life satisfaction. Rovner and Casten, 2001, p. 1097 stated that people with one eye affected by AMD still maintained a reasonable degree of functionality, when the second eye got affected then ‘substantial disability’ developed.]

4.4
Speed of Onset

Earlier studies which have been reviewed by De Leo et al. (1999, p.340) fly contrary to other research by stating that ‘no differences emerged in the process of accepting blindness between those becoming blind over a period of a few months and those whose sight had deteriorated over several years’. The majority of the literature focuses on people who acquire blindness, particularly in later life. As Baus (1999) comments, concentrating on statistics will not give a full picture, citing the example that someone who suddenly looses 50% of their vision may feel more restricted than someone who has adjusted to 10% vision, so speed of onset can have an impact, as can severity.  

4.5
Condition

Amongst blind and partially-sighted people fear is commented on with regard to the uncertainty of a condition, for example that residual vision will deteriorate (Baus, 1999) or of what the future may hold (Dodds, 1991).

4.6
Co-morbidity

According to the ADSS (2002, p. 8) two-thirds of blind or partially-sighted people ‘have an additional disability or serious health problem such as deafness, arthritis, angina or diabetes. Many people with a learning disability have a sight problem which is undiagnosed.’ This has huge implications in terms of both quality of life and determining what is the causal factor in the loss of ability (perceived or real) and confidence to carry out an activity – whether it be associated with everyday living, a hobby or participating in the community. Rahi et. al (2005, p. 217) claim that ‘half of all affected children [those with visual impairments] have additional serious non-ophthalmic impairments or chronic disorders’, which is going to affect every aspect of their life and necessitate ‘multi-dimensional care’.

4.7
Associated risk of injury

Another issue is that older blind and partially-sighted people, without necessary support and skills, are likely to become more vulnerable to injury (Percival, 2003). The cost to the NHS of treating and caring for older people who have had falls or require residential care could be reduced if rehabilitation services were put in place to support older people with sight loss (Vale and Smyth, 2002). Vale and Smyth (2002, p. 11) quote a study which ‘estimated that £25 million spent on rehabilitation for blind and partially-sighted people would save £220 million spent by the state on health and social care’.

Abdelhafiz and Austin (2003) also explore the link between visual impairment and the causation or compounding role it plays in falls amongst the older population. They review the Blue Mountain Study of 1998 which identifies a strong relationship between visual impairment and ‘two or more falls’, and go on to advocate the inclusion of visual function in guidelines for the prevention of falls.

4.8 
Age
According to Gray’s (2005, p. 180) review of the literature, there appears to be an increasing ‘incidence of VI among young children in the UK’. This could be accounted for by factors like better diagnosis, improved neonatal care and an increase in ‘invasive techniques such as in vitro fertilisation’ (Gray, 2005, p. 184). Flanagan et al. (2003, p. 493) extends this observation further, acknowledging that ‘there has been a decrease in the number of children with an isolated visual problem and an increase in the numbers with VI and coexisting neurological disability’. As a consequence, it is likely that emotional well-being will also be affected by the co-existing disability and so accounts of the emotional well-being of blind and partially-sighted children need to be considered in this context, unless the sample population has been comprised otherwise. In the child population with visual impairments in Britain, some minority ethnic groups are over-represented (e.g. Bangladeshi and Pakistani – Rahi. et al., 2005). 
‘A child’s disability is a triadic experience, involving three-way interactions among the child who experiences...[it], the family that is affected by it, and the external environment where the disability is manifested (Falik, 1995)’, (Heiman, 2002, p. 160). Young people will be confronted with issues that may feel like they set them apart from their peers, for example, being unable to obtain a driving licence (Griffin-Shirley and Nes, 2005) and the use of adaptive aids to access the curriculum. The particular case of adolescence, transitions and emotions is addressed by du Feu and Fergusson (2003). 

Age-related loss of vision includes a broad range of conditions, with different symptoms, impacts and potential treatments (both medical and non-medical). Loss of sight has been demonstrated to have a significant negative impact on emotional and physical wellbeing as well as independence, especially with regard to older people and AMD (Age-related Macular Degeneration) (Stevenson et al., 2004). Older people, according to Browne (2003) can appear ‘stoical about the treatment and care they receive’ but importantly he goes onto recognise that concerns can be as deeply felt. In their survey of 1428 blind and partially-sighted adults Pey et al. (2007) found that adults over 55 scored slightly lower mental health scores than the general population, in contrast people below the age of 55 showed no difference in mental health scores compared to the general population.
4.9 
Gender

Gender was not explicitly addressed in the reviewed literature, however the influence of gender on the propensity to develop and self-manage mental health difficulties has been reported elsewhere.

4.10
Geography

There is also geographical disparity between what is available and when, leading to inequalities of experience for blind and partially-sighted people (Vale, 2004). The impact of having to fight for support / treatment is likely to have an impact on mental health status. The ADSS (Association of Directors of Social Services) acknowledge that there is currently a geographical lottery in the field of community care, resulting in the production a standards document. In it, they (2002, p. 12) recognise that social care needs to uphold people’s rights, especially those who are vulnerable, and make reference to UK law, EU law, the Humans Rights Act 1998 and the Disability Discrimination Act 1995 and 2005. For example, they need to ensure access to services, information and housing, and offer protection against discrimination (the latter can be broadened from disability to age discrimination, considering the higher prevalence of visual impairment among the older population).

4.11
Culture and Language
In terms of risk, the ADSS (2002) cites the higher prevalence of diabetic-retinopathy in the Asian community and glaucoma in the African-Caribbean community, which will affect need for services. Research in the field of black and minority ethnic groups and their vision impairments / access to eye-related services is poorly developed (Johnson and Morjaria-Keval, 2007). For example, additional needs in terms of language support, knowledge of the risk of specific eye conditions and understanding of how services and registration systems work. According to Johnson and Morjaria-Keval (2007, p. 24) research in the wider field of disability and aging shows that while the problems faced by disabled people are similar, black and minority ethnic people face additional barriers due to ‘social, economic and cultural reasons’. Isolation may be more pronounced for black and minority ethnic people if different perceptions are held of visual impairments or / and if English is an additional language (Cruse, 1999). Access and experience of health services is known to vary with social and ethnic group, which will in turn impact upon confidence to utilise the system effectively (Rahi et. al, 2005). The need to remove such barriers is highlighted by Oliveira et al. (2005).

4.12 
Personal Resilience

According to De Leo (1999, p. 340) ‘being young, of good financial status, and in a moderate-to-high sociocultural level have all proved protective factors against the onset of psychopathology’. Parental resilience is also significant for blind and partially-sighted children, this is addressed in wider disability terms by Heiman (2002). The opportunities for parental support seem to be noteworthy here in terms of accessing support and benefits from ‘psychological services and psychiatric consultation, support groups, social workers, educational advisors, or support provided by voluntary organizations or special education system’ (Heiman, 2002, p.169). Three factors acknowledged by Heiman (2002) as contributing to a resilient response are i) open discussion amongst family, friends and professionals ii) strong bond between parents iii) continuous and intensive support. A person’s confidence will also help to tackle everyday challenges and maintain a positive outlook.

Acceptance has been defined as such to differentiate between people who ‘accept’ their sight loss and learn to adapt, not passively accepting a ‘negative lot’. For an affirmative personal account of one man’s adaptation to sight loss with rehabilitation training, the use of equipment and a positive attitude, refer to Weller (2005) – ‘My blindness? No more than an inconvenience’. The alternative (negative) interpretation of ‘acceptance’ is illustrated by the context in which ‘older people in particular may regard their sight loss as inevitable and not believe that anything can be done for them’ (Vale and Smyth, 2002, p. 3), resulting in suffering in silence. In a study of outpatients of a vision clinic which specialises in the diagnosis and treatment of AMD (n = 144), conducted by Tolman et al. (2005, p. 747) ‘acceptance of vision loss and attitudes toward compensation were positively associated with depressive affect’.
Nettleton (2006) claims that some people become more insightful as a result of disability or chronic illness, as it can provide people with new approaches to things and present opportunities. Associated life goals which can be used as a motivational strategy in order to improve health and emotional well-being are addressed by Cimarolli et al. (2006). The frequency with which such goals were stated by participants was in the following order, starting with the most frequently mentioned arena: health; work / career / education; mobility / independence; hobby / interest; family / social. It is important to note that frequency does not necessarily affect the degree of desire for, or significance of, more positive outcomes in each arena.

4.13 
Informal support

In their article on blind and partially-sighted people’s perceptions of inclusion, Bruce et al. (2007, p. 69) draw attention to the ‘experiences of social support received in informal contexts, from families and friends, [which] are the basis for enabling informal inclusion in family and neighbourhood activities; as well as an important initial basis for wider social inclusion in community and public life…’ Barron et al. (1994, p. 273) sub-divide social support into ‘social embeddedness’ which relates to the links a person has to others in the community; ‘perceived social support’ which refers to how reliable the person feels the network is; ‘enacted support’ defined as the actual support the person receives; and ‘substitution’ which evaluates when a spouse or child is not available to offer support who takes on that role, e.g. friends. This builds up a more accurate representation, in comparison many studies interpret social support one way or another, regarding it either as access to a network or satisfaction (Burmedi et al., 2002). The buffering capacity of social support is frequently mentioned in the literature (Jang et al., 2003; Chang and Schaller, 2000; Burmedi et al., 2002).

Bruce et al. (2007, p. 72) found that in a sample of low vision adults (n=904) – part of a wider RNIB survey - 40% indicated ‘some or severe lack of social support including approaching one in five (18.6%) experiencing a severe lack of social support’. This was measured through the Health and Lifestyle Survey which categorises responses on a perceived social support scale. They also compared results of the RNIB sample with the Health Survey for England and established that while the proportion of respondents stating a lack of social support was similar, a severe lack of social support was more marked in the visually impaired population in comparison to the general population (18.6% and 13.6% respectively, p. 78).

The role of ‘negative social support’ has been less addressed in the literature and Cimarolli and Wang (2006) pick up on this and define it to ‘include criticism, anger, or hostility…and overprotective attitudes and behaviour.’ In the discussion of their research findings (n=97, aged 22 – 64, closed rehabilitation cases, USA, limitation cross-sectional rather than longitudinal), some interesting comments are made: ‘The results also indicated that the unemployed participants were more functionally disabled and in poorer health. However, there was no difference between the level of functional vision loss of the employed and unemployed participants.’ (Cimarolli and Wang, 2006, p.553). The authors acknowledge a limitation to their study in the sense that they did not examine the potential interrelationships between specific types of rehabilitation services and employment. Instrumental support from family members (such as with daily living tasks rather than emotional support) was the most frequently cited positive support mechanism by respondents to an exploratory study carried out by Cimarolli and Boerner (2005). Although, this type of measurement does not necessarily mean that practical familial support is the most important type of support, or the one with the greatest impact, just that it was the most commonly mentioned. The reasons for which need further exploration. It is thought that both practical and social support have a part to play in enhancing adjustment to vision loss. The most frequently mentioned form of negative support was underestimation of capabilities. 

SECTION FIVE – PROVISION OF SERVICES
5.1
Information

The need for accessible information during, and subsequent to, eye examination is highlighted (this includes different formats but could be as simple as large print documents). Once people have had time to take on-board diagnoses there needs to be further opportunities to access information and support, the benefits for which sees Browne (2003, p.31) citing Brading and Yerassimou (1998): ‘Such care and attention has been shown to result in reduced stress and anxiety for patients, increased compliance with medication and treatment, and faster recovery.’ The service is to provide ideas and make referrals which will enable people to continue with their ‘valued activities’ (Horowitz et al., 2005). As Browne (2003) states that emphasis is often placed, quite rightly, on patient’s medical needs, but that eye services must be careful not to overlook associated ‘social, emotional and additional care needs’.

Information needs to be up-to-date and impartial (Percival and Hanson, 2005, Percival and Hanson, 2007). In addition to specific information regarding the visual impairment, Rahi et al. (2005) established a need for broader information on how to access services, and in the particular case of their study, care for their blind or partially-sighted children. Information serves to increase knowledge of options with regards to medication, support, housing and transport, amongst others. For instance, the DPPI (Disability, Pregnancy and Parenthood International) has recently launched guidance on pregnancy for visually-impaired people entitled ‘Having a baby’. The guidance incorporates three guides from planning pregnancy, through birth to parenthood. It uses examples of how parents dealt with different situations and the resources available to assist this (Brown, 2006).

Responses to the level and quality of information provided differed with ethnicity in a study conducted by Rahi et al. (2005). They comment that this might be because of differing experiences, noting that their qualitative data indicated ‘parents from ethnic minorities searched less actively for sources of information outside the hospital and relied mainly on their consultant ophthalmologist for it’ (Rahi et al., 2005, p. 217). The reasons behind this are complex and possibly linked with other factors, such as accessibility, perceptions of services and feelings of empowerment. Through action research conducted as part of a 3-year research and development project, Johnson and Morjaria-Keval (2007, p. 27), observed that: ‘much frustrated help-seeking had led to a lower level of expectations, or ‘learned helplessness’. This was often worsened by the vulnerable state of people in marginalized or socially excluded communities.’
5.2
Access to Services

The ophthalmic diagnosis of vision loss is only the start of a journey for many people, the medical consultation tends – but if alarming figures in press with Guide Dogs (2007) are to be heeded, rarely - to move onto the more complex arena of social support. Although why these tend to be sequential rather than more integrated could be challenged. Vale (2004) also raises the concern that registration does not convey automatic access to services, citing that the interpretation of Fair Access to Social Care by many councils has reduced eligibility. Whether this pays respect to one of the principles underpinning the national standards produced by the ADSS is questionable: ‘Social care should be accessible to all. Everyone should have equal access to information, assessment and services irrespective of their disability or registration status’ (ADSS, 2002, p. 12). None-the-less, registration is necessary in order to receive certain benefits (Vale and Smyth, 2002) and does allow for the initiation of rehabilitative work – where it is available (Percival and Hanson, 2005). Subsequently there is a need to discuss options and their associated implications (Vale, 2001).
A decline in specialised services, according to Matthews (1991), has resulted in a similar movement in expertise. This will have impacted on the ability of services to meet the specific and varied needs of blind and partially-sighted people. It creates a need for more support for mainstream service providers, such as teachers, social workers and voluntary organisations, as identified by du Feu and Fergusson (2003). Services currently vary in the extent to which they cater for emotional needs both during the diagnosis of sight loss and subsequent appointments. Tangible aids, in terms of enabling people to continue to pursue their personal interests and education/ employment are also an important consideration (Chang and Schaller, 2000) and need training and support in their use (Vale, 2002).
Contemporary service provision lacks acknowledgement of the variety of needs, abilities and aspirations of each individual (Percival and Hanson, 2007). Boulton et al (2006) emphasises the need for careful assessment to ensure an individual package of care for each child, this includes educational provision (Clunies-Ross, 1997). Likewise, the notions of choice and control are promoted in the national standards published by the ADSS for older people with visual impairment, stating the need to cater for the independence, dignity and aspirations of the individual (ADSS, 2002). These can also be seen to complement the National Service Framework for Older People, England. 

Browne (2003) discusses the important role of nursing staff at diagnosis and their ability, in some cases, to refer patients to an eye clinic liaison officer (ECLO) who has the facility to offer emotional support, practical advice and a signposting service. Even if a specific position does not exist in an eye clinic, employees should be appropriately trained to address concerns (Percival and Hanson, 2005). Only an approximate third of ophthalmic nurses have received training in visual awareness (Barrick, 2000 cited by Percival, 2003). 

Dodds (1991, p. 39) suggests a move away from the grieving model to focus on patients’ self-perceptions which ‘are likely to have an effect on their willingness to undertake rehabilitation and to apply themselves to the many skills…’. Dealing with internal issues is a necessary step before successful work can be undertaken in the rehabilitation field. In written response to Dodds’s article, Matthews (1991, p. 96) focuses on the capacity of rehabilitation workers who: ‘should have the training and the knowledge and expertise to respond to loss and need appropriately as they present themselves’. This may be the case, but access to, and availability of, rehabilitation workers is variable.

According to an RNIB survey carried out in partnership with the ONS of 1076 people in the UK, ‘only one in nine (11 percent) people with sight problems had received a visit from social services at the time of sight loss’ (Vale and Smyth, 2002, p.4). Horowitz et al. (2005) note that much previous research does not assess the full potential of rehabilitation services as post-service follow-up is too immediate. It appears that the importance of rehabilitation work is not always acknowledged resulting in ‘such work  ...be[ing] marginalized and potential service users excluded’ (Percival and Hanson, 2005, p. 194).

Rehabilitation is about maintaining existing functionality and reducing the disabling effects, often associated with societal structure, of vision impairment (Horowitz et al., 2005). Assessments need to tread a balance between gaining an understanding of a person’s situation and ‘their right to privacy’ (Lovelock et al., 1995). Another layer of rehabilitation services can be accessed through other social service departments, such as older people or people with learning difficulties – these need to be complementary.

Rehabilitation training can impact on many areas of blind and partially-sighted people’s lives, which in turn will promote emotional well-being and mental health status. Such services can include: low vision clinical services (e.g. assessment and referral); use and training with low vision and adaptive aids (generally relating to daily living tasks); emotional support (e.g. counselling); and orientation and mobility training (Horowitz et al., 2005). The timely application of such services has been demonstrated in increased successful outcomes for recipients (Horowitz et al., 2005).
The ADSS (2002) national standards clearly acknowledge the need for emotional support and to train and equip people for life. Rehabilitation can have a significant impact on how sight loss is experienced, both emotionally and physically, and can help to minimise ‘the potential impact on people’s mental health’ (Cruse, 1999). Rehabilitation can help blind and partially-sighted people to maintain some level of independence and thus self-control (Horowitz et al., 2005). Likewise, personal support to enable care for oneself and others was cited as important in Percival’s and Hanson’s study (2007), in order to maintain independence. In particular, the areas of parenting skills and counselling were identified. ‘The results from a study by Reinhardt (1996) suggest that higher social support quality is associated with fewer depressive symptoms, more life satisfaction, and better adaptation to vision loss.’ (Burmedi et al., 2002, p. 60). The benefit of defining goals of rehabilitation services with the clients to ensure relevance is emphasised by Cimarolli et al. (2006) as it is deemed to increase successful outcomes.

In a study of the parents of children with visual impairments, parents / carers of 147 children responded to a questionnaire and follow-up interviews were conducted with 48 of them. The authors’ note that parents from minority ethnic groups and socioeconomically deprived groups ‘were slightly under-represented’ (Rahi et al., 2005, p. 217). Rahi et. al (2005) found that both specific and general information were ‘least well correlated with satisfaction’, suggesting that meeting family needs may be less about information and more about promoting family centredness (which scored positively). Never-the-less, the vital role of information to parents when they are to act as advocates for their children is clear. Also, a question geared towards family-centredness is likely to evoke a more emotional response from parents interviewed and is less objective, and measurable, than the amount of information received. The quality of each of these domains also seems to, on the surface, rest with different groups of people - the former with the family, and the latter with the service provider. Satisfaction was also greater amongst parents of children with less severe vision loss / condition, whether this is a function of the type of care and service received, the fact that the condition may be treatable, or the realisation ‘that many other children attending the hospital were much worse off than their own’ (Rahi et al., 2005, p. 215), is not clear. 

5.3
Support groups

Support groups can help with adaptation to life with a visual impairment – especially with regard to the emotional impact (Horowitz et al., 2005). Milner (2002) carried out a study in Australia to assess the benefits of teleconferencing as a support strategy among people with differing onset of sight difficulties. As she comments ‘being vision impaired, peers are able to identify the needs of people experiencing vision loss and to work together to learn effective strategies to support others’, (Milner, 2002, p. 107). People were given the opportunity to share their experiences of vision loss and offer mutual support – informational and emotional. The benefits of this were demonstrated through the reduction of depression, anxiety and isolation, and the increase in self-esteem and confidence amongst participants. To help facilitate the support sessions a peer trainer, with rehabilitation skills, was involved. A further development considered was to provide follow-up support, especially for those who lived alone. This is an exemplar of service users being actively involved in service delivery, ensuring individual needs are met.

A small-scale U.S. self-management programme for depressed older people with advanced AMD, monitored by Brody et al. (2006, p. 1557), had very positive feedback at 6-month follow up. The self-management group (n=12) ‘had a significantly greater reduction in depressive symptoms on the GDS-15 [Geriatric Depression Scale] than the controls’ (n=20). This reduction was also associated with improved self-efficacy. ‘The program incorporated health education, problem-solving therapy, and cognitive behavioural techniques modelled after those used in successful self-management programs for coping with chronic diseases and adapted for older persons with loss of central vision’ (Brody et al, 2006, p. 1561). 

In a Korean example, Kim (2003) assesses an assertiveness training curriculum to help young people with visual impairments to increase their repertoire of social skills. Self help enables people to get involved in supporting themselves and others rather than being passive recipients of care (Nettleton, 2006).

5.4
Medical Treatment

In their large-scale study of unilateral visual impairment, Chia et al. (2003) found high levels of morbidity, particularly with regard to psychosocial well-being – although they also noted the potential for improvement through ‘treatment’, such as cataract operation. 
The particular case of sight restoration and its impact on emotional well-being also warrants discussion, as a new way of perceiving the environment must be adapted to (De Leo, 1999). With increasing use of such surgery, the need to recognise its emotional impact is important, in terms of negative and positive, short-term and long-term. Scanlon et al. (2005) investigated the QoL impacts of laser treatment (both initial and multiple) for people with diabetic retinopathy (n= 227). The majority of patients noticed no change in quality of life as a result of treatment – however interviews were conducted quite quickly after treatment (2 weeks). ‘Multiple treatment patients seemed to have considerably less pain and anxiety about the treatment, but their anxiety and worry appears to grow in relation to their increasing visual disturbances and daily life limitations’ (Scanlon et al., 2005, p. 65). In the study ‘the most frequent responses to how patients feel about their eye condition were…’ (p. 62):

1. Fear of visual impairment and/or blindness.

2. Coping with the eye condition.

3. Mood – negative, irritable, angry at the situation.

4. Mood – indifference.

5. Bothered – by limitations on habits.

6. Was a great shock – surprised.

There was a marked reduction in quality of life impacts (as listed above) after the first laser treatment, although the data showed an increasing impact as patients move to multiple treatments.

5.5
Equipment and Aids

Vale and Smyth (2002) advocate the use of low vision equipment and improved lighting in the home, along with accompanying training, which can enable many blind and partially-sighted people to live independently.

5.6
Multiagency Collaboration
Percival and Hanson (2005) draw attention to the need for social care staff to be trained and made aware of the emotional and psychological impact of sight loss. The integration of social care services and their collaboration with other statutory and voluntary organisations is seen as paramount to the provision of a ‘seamless’ and individually tailored service (ADSS, 2002). This is a move reflected across modern governmental policy, especially with regard to children and families. Similarly, it is highly important to collaborate due to the high level of co-morbidity associated with vision loss (Vale, 2001).
Ophthalmologists should work in collaboration with mental health professionals to support blind and partially-sighted people, preventing the onset of depressive feelings and safeguarding quality of life (De Leo et al. 1999). The contribution psychologists have to offer to rehabilitation services is explored by Dodd (1991). A pertinent point that rehabilitation is not going to be effective if recipients are in a state of depression is one that is frequently re-met in the literature with regards to effectiveness (for example, see Tolman et al., 2005; Horowitz et al., 2005).

SECTION SIX – RECOMMENDATIONS

· Targeting preventive support (Rovner and Casten, 2001), e.g. if particular risk factors are noted related to genetics, personality traits, psychosocial resources etc., whether it be about regular checks, reframing problems or promoting self-esteem.

· The full range of service providers need to understand vision loss and its ‘functional and psychological impact’ (Cimarolli and Boerner, 2005).

· Help to raise and support the expectation of blind and partially-sighted people (Lovelock et al., 1995).

· Ensure consistency in the quality of service (Cimarolli et al., 2006) and recognise individual needs, matching service delivery to person (Khan, 2004).

· Skellington Orr et al. (2006) suggest early intervention for patients with onset of sensory loss to minimise the risk of depression through rehabilitation services, counselling and organised social activities. Early diagnosis and intervention is favourable, especially with regard to young children (Gray, 2005; Ophir-Cohen et al., 2005).

· There is a huge need to educate sighted peers in disability awareness (Huurre and Aro, 2000).

· The opportunity for people, including their families, to see a professional therapist, if desired (Bond, 1997).

· Multi-agency collaboration needs promotion, not just as a way of effective and complementary working, but also as a tool to tackle social exclusion (Percival and Hanson, 2005).

· Timely and proactive assessments of need should be made and pay attention to individual circumstances and aspirations, this includes children (Gray, 2005), and would allow for the flexible operation of procedures (Percival et al., 2006).
· Involve blind and partially-sighted people in service planning, evaluation and where appropriate delivery.

· Greater regard by GPs for the functional and emotional effects of sight loss (Percival, 2003).

· Good design guides for housing (Percival et al., 2006), public spaces and transport.

· Peer support groups (Percival and Hanson, 2005; Barron et al., 1994) – mutual support, advice and monitoring role. 

· The role of carers, in specific informal carers and family members, needs to acknowledged and supported by social care professionals (ADSS, 2002).

· Resource centres – well staffed and resources available to trial / hire – services for people with sight loss under one roof (Percival and Hanson, 2005). Maybe run with voluntary sector collaboration and expanding to include outreach services. .

· ‘Behavioural interventions provide education about the disease, teach problem solving to overcome barriers in daily routines, assist in overcoming negative modes of thinking, and enhance social supports.’ (Williams, et al., 1998, p. 519).

· Trained experts networking with community / youth / voluntary groups to increase awareness of services available as well as providing identification and prevention information.

· Recognise the underestimation of the prevalence of blindness and partial-sight  (Vale and Smyth, 2002)
· Promote the provision specialist services.

· Ability to re-access services should needs, feelings or circumstances change (Lovelock et al., 1995), and ensure that follow-up takes place.
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