Summary of issues emerging from research and reports on the needs and experiences of ethnic minorities 

with sight loss in the UK

Background

A lot of anecdotal evidence has been built up over the years around the needs and experiences of minority ethnic groups with sight loss in the UK, particularly of Asian communities.  However, hard evidence is required in order to inform service provision and strategy. This is an overview of themes emerging from  available research and reports. 

Research review

There is little formal, high quality research in this area. The strongest, most comprehensive pieces of primary research are two projects undertaken by Seeability. One (1993) looked at the needs and situation of 50 people of Bangladeshi origin in the London Borough of Tower Hamlets.  The other (1999) looked at the situation and needs of 32 people from a wide variety of ethnic backgrounds in the London Borough of Kensington and Chelsea. Both used semi-structured interview techniques. 

A small amount of other research using questionnaires, interviews and focus groups has been carried out, mainly by voluntary sector organisations.  

All researchers and projects had difficulties contacting people from minority ethnic backgrounds for the purposes of research.  This is principally because these individuals are generally  not known to statutory services or voluntary agencies. 

The most comprehensive review of formal research was undertaken by Johnson and O’Scase at the Mary Seacole Research Centre, De Montfort University: Ethnic Minorities and Visual Impairment: a Research review (2000).

General Situation
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The research suggests that ethnic minorities with sight loss face similar problems to their white counterparts.  All the issues raised in the RNIB’s Improving Lives report apply.
However, what is different is that ethnic minorities, for a range of social, economic and cultural reasons, face additional barriers. Among other problems they tend to be more remote from statutory services and less likely to be connected up to mainstream service providers. The research suggests that those with the greatest needs are first generation migrants, either those who are now over 60 or who arrived as refugees.  (Association of Blind Asians 1993,  Seeability 1999).   

Findings are grouped under the following headings:

· Isolation and low self esteem

· Need for trips outside the outside the house and social activities

· Interpretation, translation and information needs for those without English fluency

· Lack of knowledge of eye conditions, services and benefits

· Lack of understanding of registration and rehabilitation benefits

· Information on other services

· Need for independent living skills and work with families to maximise independence

· Mainstream services not culturally appropriate

· Good use of primary health services but poor satisfaction

· Low disability awareness and acceptance

· Unmet needs of carers, families and young people

· Low take-up of low vision aids and equipment

· Need for employment training

· Need for better quality housing and adaptions

· Need for counselling

· Ethnic minority agencies not always adequate

Isolation and low self esteem 

Isolation and low self-esteem are linked to, and make more acute, many needs such as transport, appropriate information and independent living skills. 
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Loneliness and isolation formed a major part of many people’s lives as did feelings of worthlessness, shame and loss of confidence. Seeability (1999 and 1993), DAB (1999)

· Older Asian people were having to fend for themselves more, due to changes in traditional family structures. RNIB (1998)

· High levels of social isolation and poor self-esteem exist among South Asian women with sight problems.  RNIB (2001)

· Johnson and O’Scase (2000) found that all forms of disability, including visual impairment, were seen as problematic among South Asian cultural groups and could result in stigmatisation.

Case Study:

Ms X. has had sight problems for 17 years now.  She feels ashamed and has lost all her confidence.  Her twin sister is sighted and this makes her realise how she would look if she did not have eye problems.  She has not seen her family for 10 years.  Seeability (1999)

Case Study: 

An 81 year old Asian woman lives with her 41 year old daughter. Both have sight problems.  The daughter was born with poor sight. Her mother has had an operation for cataracts but she is left with weak vision and sight loss in one eye. The mother has two sons who are married and have their own family commitments and priorities. The older woman’s husband was taking care of them until his death 10 years ago. They have received no statutory help since being discharged from hospital years ago.  They are both housebound and totally isolated. Neither have ever applied for disability benefits or been registered blind or partially sighted. RNIB (2001)

Case Study

A 54 year old Asian woman has sight problems following an assault by her husband. He poured acid on her face which left her with 90% burns and facial disfigurement.  She now also has glaucoma and may lose her sight completely at any time. She has other physical impairments. The woman endures constant staring by the public and has no family support. She is extremely concerned about her failing sight but has had little contact with statutory services and is not registered as having sight loss. RNIB (2001)
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Need for trips outside house and social activities  

Lack of available escorts, poor transport and the cost of transport appear to be the main problems preventing people from getting out more. The needs of people living alone, particularly those with other health problems, are particularly acute. The entitlement to a travel permit was one of the main reasons given for registering as blind or partially sighted. 

· 78% of people said that they found getting around independently outside the house difficult and 34% never went outside unless they were accompanied by someone. Many felt isolated and confined stating that they wanted to go out ‘just to be able to mix with people’ or ‘just to get some fresh air’. Seeability (1999)

· 28% of people said that it was their physical condition (poor health/frailty) that prevented them from going out.  Only 3% said that it was due to their sight problem and cited lack of enjoyment, shame and personal safety as factors within this.  16% stated that money was a significant factor. 9% lacked an escort and 9% had fears around personal safety. Seeability (1999)

· People living alone and with significant other health problems were in particular need of statutory services but mostly these were not being provided.  Many of those who did not receive services also did not speak English. Seeability (1999)

· Many people who lived alone needed readers. Seeability (1999). 

· Social outings, such as visits to the seaside, theatre and film performances, eating out and trips abroad, are important and provide respite for carers.  Food, song, dance and music are important elements of Asian social lives.  Lack of transport was a major barrier to achieving this as well as resources, language support, volunteers. ABA Leeds (1994)

· Many parents would only attend events if free transport was organised and provided. RNIB Asian Families Project 2000

Case Study: 

Mr A is in his 30s and lives alone.  He is partially sighted and arrived in the UK from Eritrea 7 years ago.  He finds it quite difficult to walk independently and is in ill health. On average he goes out once a week, mainly to the shops, the doctor’s or the Family Centre.  He cannot afford public transport and his inability to communicate in English prevents him from going out.  Most of the time he lies in bed listening to the television or radio. Seeability (1999)

Interpretation, translation and information needs for those without English fluency

People with sight problems from ethnic minorities have the same pattern of language needs (interpretation, translation, information in community languages) as ethnic minorities in general. However, the effect of these needs not being met together with the loss of sight, can lead to severe exclusion. Language needs are highest among first generation older people, women from non-English speaking countries of origin and refugees.

· Derbyshire Society for the Blind found that 60% of its ethnic minority clients were unable to speak English. 25% spoke basic English and only 12% spoke fluent English. DAB (1999) 

· When interpretation was not provided by health and education professionals, unsatisfactory arrangements, such as using other family members, were used to communicate sensitive information. RNIB (2000)

· As well as written information in community languages, other formats such as audio tapes are important due to people not being able to read or understand the written word. People want religious information (72%), local and national news (50%), information on services (50%), books/leisure material (44%) and music (36%). Seeability (1993), RNIB and ABA Leeds (1994)

· Low levels of fluency in English exist amongst the Chinese community.   Fluency can become even worse when the person has to explain their sight problem to a medical specialist, GP or official.  Communication difficulties contributed to delaying or missing appointments. RNIB (2000)

· English classes are wanted especially by those of working age. Seeability (1999) and ABA (1993)
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People are very keen to have information and news from their country of origin, on traditional cultural events, history books, non-fiction and science books, BBC world service, current affairs, traditional and classical music, cookery and family health. Seeability (1999)

· Sight loss had a negative effect on reading habits generally and many people were unaware of library services or Talking Books. When people did use libraries, they felt staff were helpful but did not understand the needs of visually impaired people from ethnic minorities. RNIB Talking Books (1998)

· Most braille readers were employed blind men. ABA London (1993)

Case studies

Mr A is a middle aged Eritrean who arrived in this country 7 years ago. He is partially sighted with cataracts in both eyes.  His first language is Arabic and he cannot speak or really understand English. His only source of help is the local Family Centre upon whom he is reliant for help with interpreting and translating.  Communication is a real problem for him and prevents him from going out often.  He lives alone in a bedsit and does not receive any services.  Seeability (1999)

‘An interpreter was not available at the hospital, so we had to wait for my cousin to come in order for us to talk to the hospital staff’.  RNIB Asian Families Project (2000)

Knowledge of eye conditions, services and benefits
Research by RNIB and others has found many people from minority ethnic communities have little knowledge about their or their children’s eye conditions or services available. 

· Asian women with sight problems have a great need of welfare benefits information and active help in filling out forms
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There are low levels of knowledge of RNIB, local societies and the services they provide. 

· There is a severe lack of information on sight loss services for Asian families 

· There is a need for information on services and eye conditions to be in provided in simple, jargon free way and in other languages so that all the extended family, including grandparents, can understand.

· There is a need for information about support groups in people’s own locality, as well as on housing adaptations and home improvements.
Case studies

· ‘My child’s eye condition was explained to me but I was still not sure what was wrong.’

· ‘Some information about our daughter’s condition was given to my husband in 

English but not to me’

RNIB Asian Families Project (2000)

Lack of understanding of registration and rehabilitation benefits

Research generally points to little knowledge of the advantages of registration as blind or partially sighted with social services’ sensory impairment teams.  In  particular, low levels of awareness of welfare benefits and rehabilitation.

· Johnson and O’Scase (2000) found that Asians and African Caribbeans may be even more under-represented in registration than their white counterparts.

· The Association of Blind Asians found that 27% of respondents to their survey had not been given any advice after registering and 41% had not received training in daily living skills.  Those who did receive services found them of great benefit, apart from meals on wheels which were not culturally appropriate as none served Asian food at that time. ABA (1993) 

· [image: image6.png]RNIB



Seeability found that 84% of those they interviewed said that they had not received help or specialist training from a rehabilitation officer – even though half of those interviewed were receiving community care services.  Some turned down help as they considered it unsatisfactory or culturally inappropriate. Seeability (1999)

· Many people had contact with social services but had not been referred on to the Sensory Impairment Team. Seeability (1999)

· Seeability found that people often thought they were not registered with social services, although after checking records, the research team found that 75% were in fact registered.  25% were not aware that social services could give them specialist help. Seeability (1999)

· Seeability found that 50% of interviewees did not know the location of their social services offices.  Only a third of those registered knew of their local social services office. Very few had received any special training. Seeabilty (1993)

· Parents were not always approaching social services when they needed help. RNIB Asian Families project (2000)

Case study 

F. is registered blind, is from Bangladesh and does not speak English.  She has a blind child of 18 months.  Her husband cannot contemplate a blind person being able to go out on her own or do any housework.  F. has been living in the UK for more than 13 years and has not received any rehabilitation or mobility training. Indeed they had never heard of it. Seeability (1993)

Information on other services

As well as information on eye conditions, sight loss services and related matters such as disability benefits, research by RNIB’s Asian Families project and others found that many people need culturally appropriate information on 

· education and development including the SEN statementing process
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interpreters

· transport 

· childminders trained with disabled children

· counselling at the point of diagnosis 

· appropriate genetic and relationship counselling 

· social and leisure opportunities 

· maintaining relationships and avoiding marital breakdown

· financial assistance

· employment

· grants for toys and equipment 

· harassment and bullying 

· avoiding disability discrimination within the family, community and wider society.

Need for independent living skills and work with families to maximise independent choices

The need for people with sight problems to acquire independent living skills is particularly acute when they live alone.  Even where there appears to be an extended family, there is often inadequate support and limited opportunities for more independent living. Sometimes the individual is made to feel a burden. 

· Only 25% of people felt that their families took an interest in them, others lived alone or did not have anyone who cared for them. DAB (1999) 

· Many people found it difficult to wash or dress themselves, make a hot drink or cook a main meal. Some found it impossible without help.   25% received home care, though it seems this service was not used by people under 60. 22% received help from advice or community centres with their mail, official forms and telephone calls. Seeability (1999)

· 83% of respondents lived with and got support from their families.  36% felt that this had an adverse effect on their family.  Many felt a burden and too dependent. Those who felt their family was unaffected were employed. ABA

· 31% said that someone else, usually a family member, did most things for them and 26% could only do some things [for themselves]. ABA

· [image: image8.png]RNIB



Within the Bangladeshi community, 96% had their food prepared by family members at home and some families were resistant to ideas of independent living. 64% of people with sight problems stated that they did not prepare their own hot drink. Seeability (1993)

Case study: 

T. is an intelligent 19 year old from Vietnam who lives with his brother.  He is registered blind and does not speak English.  His brother interprets for him and takes him wherever he wants to go.  He attends Braille classes and has received mobility training but is not allowed to go out on his own, and is therefore largely housebound.  His mother lives next door and she makes a flask of tea for him in the day. T. is perfectly capable of making a hot drink but family expectations of caring prevent this. Seeability (1993)

Mainstream services not culturally appropriate

Both research and outreach projects have found that sight loss services are sometimes not used because they do not take account of cultural needs. This is also touched upon in other areas concerning counselling, information and library services and meals on wheels.

· African Caribbean women wanted to be seen by a woman from their own culture. BRSB (1992)

· People preferred single sex provision and some parents did not use support groups because they were not single sex.  ABA (1992) and Asian Families Project (2000)

· If people feel services are not culturally appropriate they will probably not use them DAB (1999) 

Case Study 
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Mr G is a Sudanese refugee in his 20s.  He has been blind since birth and came to the UK 9 years ago. He is employed but still feels isolated and lonely.  He would like to have someone to go out with who would enjoy the same things.  He has tried attending some social events organised by a society for the blind, but felt that he was merely tolerated and that he did not fit in.  Seeability (1999)

Good use of primary health services but poor satisfaction

· 91% of people had seen an eye specialist and 66% had received medical treatment for their eye problems. However, general research shows that satisfaction with these medical services is low. Seeability (1999)

· People were dissatisfied with the Eye Clinic, waiting times and the manner of the staff. DAB (1999)  

· A few Chinese community centres in London arranged monthly eye testing sessions for community members and nearly everyone knew they were eligible for a free eye test if they were over 60. Despite this, few people used mainstream health services. Also the local health authorities were seeking to restrict where eye tests were conducted, recommending people went to their local optician. RNIB (2000)

· There was a great deal of suspicion about the medical profession and several interviewees felt that they had lost some sight due to misdiagnosis or incorrect treatment.  There was a need to accompany new members to medical appointments. ABA Leeds (1994)

· Eye Camp days where people have access to Asian language speaking opthalmologists, optometrists, diabetic testing, general practitioners and a dentist have been very successful. ABA

Low disability awareness and acceptance of disability
RNIB’s Asian families project found a lack of acceptance of disability and a few parents also mentioned that the lack of understanding about disability creates additional practical difficulties.  

Case Studies: 

· ‘There needs to be more information about different eye conditions available to the Asian community as they have difficulty in accepting my child’ 

· ‘I had to give my family lots of information about the eye condition and Albinism as I didn’t want them thinking that our child was not my husband’s’  

RNIB Asian Families Project (2000)

· A young Asian woman with an artificial eye and sight problems in the remaining eye is separated from her children.  She feels depressed and does not want her children to know about her condition.  She is not receiving disability benefits and has not been assessed by social services. 

· An Asian woman with glaucoma who is registered partially sighted is reluctant to apply for disability benefits as she is concerned that if her community find out that she is on benefits and is partially sighted, her son’s marriage prospects will be harmed.  

RNIB Female Outreach Project (2001)

Needs of carers, families and young people

· Support was often, but not always, provided within the family. For the majority, outside agencies such as Local Education Authority visual impairment  serves charities, health visitors, child development centres, child’s school and Home Start workers provide vital support. RNIB Asian Families project (2000) 

· All parents were interested in parent support groups. These only work if they are local, unless free transport is provided. Parents were only interested in meeting other Asian families who were in a similar position to themselves. RNIB Asian Families project (2000)

· Asian children and young people would like more Asian teachers, funded trips to the Asian cinema and music other than English at college discos.  Some students felt that their parents were upset by their eye condition and mistrusted the education establishment they attended. RNIB Asian Families project (2000)

Case studies:

· ‘I did not know about groups for parents within our community.  I would be interested in going’.  

· ‘Seeing the other mothers and their children made me feel less isolated and less like the only one with a visually impaired child. It also gave me the opportunity to get out the house’.  

RNIB Asian Families Project (2000) 

Low vision aids and equipment 

Most of the people who took part in research had some residual vision but this was not being maximised through the use of aids and equipment. This was either because they did not know about such products or possibly because they were too expensive for people on low incomes.

· 72% of people wore glasses and 25% used magnifiers. Only a very small percentage used other aids. Seeability (1999)

· 58% do not have aids and 52% had never sought advice about aids. 40% of had aids as did most of those who are employed. Some people may find aids and equipment too expensive. ABA and DAB (1999)

· Low levels of awareness exist about aids and equipment, including equipment for children. This is the case even for people who have been visited by a social worker. RNIB (2000 and 2001) and BRSB (1992)

Employment and Training 

All available research shows higher unemployment rates for people from ethnic minorities in general than for their white counterparts. Additionally, as people with disabilities also tend to have higher unemployment rates, unemployment is a huge issue for people with sight loss from ethnic minorities. 

· Although 50% of respondents were of working age, only two people were in paid work. Both had received specialist training to help them.19% had had to leave their job due to sight problems and had received no specialist training to help them. Others were also experiencing health problems which affected their chances of obtaining employment. Seeability (1999)

· [image: image10.png]RNIB



Only 2% of people with sight problems from the Bangladeshi community were employed.  38% were unemployed and the others were students, retired or housewives. Seeability (1993)

· 42% of the Association of Blind Asians’ survey respondents said that they had no qualifications.  There was a strong correlation between having qualifications and having or having had a job.  ABA

· There is a need and a desire by people with sight loss from ethnic communities for employment training and learning new skills. DAB (1999), BRSB (1993) and ABA Leeds (1994)

Case Studies  

· Sight problems caused loss of independence and drastic changes in his personal, planned life.  He said, “I got married because I lost my sight, not because I was ready to get married”.  He feels seriously disadvantaged in terms of any prospect of getting employment. 

· Mr G. who has been blind since birth now works as a social worker.  He attended Law School in Ethiopia but feels that he did not get the help he wanted when he arrived in the  UK and the training he received was not helpful to him, so he put himself through University.  He believes that he has encountered discrimination in a number of areas and from a number of organisations. He is unable to get the job he wants but does not know whether it is because of his disability or his ethnic background ‘it’s difficult to entangle whether the issues are because of disability or ethnicity’.  

Seeability (1999)

Housing and Adaptations

The Policy Studies Institute research shows that housing problems are particularly acute among some minority ethnic communities. There is little knowledge among minority ethnic communities about possible housing adaptions.
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Bangladeshi households in Tower Hamlets, London are 20 times more likely to be overcrowded than their white counterparts. Research in this area found that housing was a concern for 56% of people and 44% described over-crowding as the main problem. Seeability (1993)

· Asian parents needed information about house adaptations and home improvements that helped them cater for their children’s access needs. RNIB’s Asian Families project (2000)

Counselling 

· Counselling is needed at the point of diagnosis. For this to be useful it must be culturally appropriate and in a language easily understood by the participants. RNIB’s Asian Families project (2000)

· Issues around non-acceptance of disability in Asian communities mean that that areas like genetic counselling are even more important. There may additional pressures from the extended family and parents may not feel able to turn to them for support. RNIB’s Asian Families project (2000) 

· There is a need for counselling and assertiveness training as many Asians do not have the confidence, familiarity or language skills to take up the statutory services on offer. ABA Leeds (1994)

Case Study

 ‘Counselling may have stopped my partner from leaving when we found out that our child had a visual impairment and other disabilities’. 

RNIB Asian families project (2000)

Ethnic Minority Agencies 

The support of specific agencies for a particular ethnic group with sight loss are appreciated, particularly on language and cultural issues.  The research also shows that generalist minority ethnic agencies are good for social contact but on the whole do not understand the specific needs of people with sight loss.
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Social activities, advice and cassette magazines provided by the Association of Blind Asians are well received. 

· Visual awareness training for generalist ethnic minority organisations and for professionals within these communities is needed. RNIB (2000 & 2001)

· A special facility for visually impaired Asians that recognises their needs and offers them support through interpretation, leisure, special transport facility and a self-help group would be welcomed. ABA 

List of key research

· Ahmed, Cheesman and Rodin (1993).  Why can’t you see me?  A study into the needs of people with visual impairment from ethnic communities living in a London Borough.  SeeAbility/ Tower Hamlets Social Services. Home based interviews with 50 individuals from minority ethnic communities in Tower Hamlets. 

· Association of Blind Asians (ABA London): Survey into the needs of visually impaired Asians (1993) This was a questionnaire survey with responses from 81 South Asian people.
· Association for Blind Asians (ABA Leeds) Organising for Change. Research Paper. Circa 1994. 10 structured interviews with South Asians.  

· Bristol Royal Society for the Blind (BRSB): Provision of Field Work and or day care services for people with impaired vision belonging to minority ethnic groups (1992)  Siefe Boswell, Student. In-depth interviews with seven blind and partially sighted women of African Caribbean origin and five agencies.
· Cole, Cheesman (1999)  Opening the Door.  A study into the needs of people from ethnic communities with visual impairment living in the Royal Borough of Kensington and Chelsea. Seeability and Kensington and Chelsea social services. Structured interviews with 32 people. 

· Desai, A (2001) The needs of ethnic minority visually impaired women. RNIB and Lloyds TSB (November 2001)  Report on work with 60 Asian visually impaired women and 70 agencies in Preston, Lancashire.

· Johnson and O’Scase (2000) Ethnic minorities and visual impairment: a research review.  Mary Seacole Research Centre, De Montfort University. Literature review.
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Patel (2001) The needs of Chinese visually impaired people, RNIB.  A questionnaire survey of 34 blind and partially sighted individuals and 16 agencies. 

· RNIB (1998). The Leisure Reading Needs of Visually Impaired People from ethnic minority communities: a joint study with EMERGE – Ethnic Minorities Education and Resource Group for Equality. Stephen Chartres. This was a series of 12 focus groups with ethnic minority elders.

· RNIB Asian Families project (July 2000) final report.  Information and support for blind and partially sighted children and young people and their families of Asian origin in the West Midlands region. Over 3 years the project made contact with 68 Asian families and 73 blind and partially sighted children. At least a third of the children had other impairments such as cerebral palsy, brain damage, downs syndrome and learning difficulties. 
· Sunner, Kam. Vision for ethnic communites (1999) Derbyshire Association for the blind.  16 interviews with visually impaired people from ethnic minorities.

Further Information

Other information leaflets to help people working with ethnic minorities with sight loss are available. 

· Eye Health for people from Ethnic Minorities
· Supporting People with Sight Loss from Ethnic Minorities

· Practical Examples of Providing Services to People with Sight Loss from Ethnic Minorities 

For more information contact  

Louise Vickers, Administrator, Strategic Services Development.  Louise.vickers@rnib.org.uk
RNIB Strategic Services Department
August 2003
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