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White
Good evening. Tonight: we're taking a detailed look at the services offered to visually impaired Britons who come from an Asian background. It's being suggested that for both medical and cultural reasons they may be missing out on services which other members of the community take for granted.  Clinical research suggests that the incidence of a number of eye diseases amongst South Asians is higher than amongst the population at large, and that expectations amongst their own communities of what they can achieve are lower. Well throughout the programme we'll be discussing the services which exist and what visually impaired people would like to see improved.  But first Mani Djazmi has been talking to Sonal Rughani, who's an optometrist and adviser on eye care to the RNIB. And she began by talking more about the conditions to which Southern Asian people are particularly vulnerable.

Rughani
There's certainly a genetic link.  There's also a link with obesity and how fat is stored and central adiposity - where your fat is stored centrally essentially - has been increasingly researched to be a risk factor for developing diabetes.  And of course, as we know, people from the South Asian communities are five times more likely to develop diabetes and then go on to live with diabetes and potentially develop diabetic retinopathy.  People from the Asian community are also twice as likely to develop cataracts and those people with diabetes are likely to develop cataracts 10 years earlier as well.  And again that's due to a number of factors including genetics, including metabolism in the eye.

Djazmi
So diet has a big impact on whether you lose your sight or not?

Rughani
Certainly diet and the nutrients that you have will impact on your eye health.  If we're talking about particular eye conditions then your diet will have an impact on how well maintained your blood sugar levels are through diabetes and that of course will have a huge impact on whether you develop diabetic retinopathy and whether there's any progression to sight threatening diabetic retinopathy.  

The issues then become a little bit more complex when we talk about access and uptake to services.  Understanding of eye conditions, understanding of what an eye examination is truly for, which is of course for your eye health rather than just checking the sight of your eyes and the need for any glasses.  And that's where I think that we can do so much more to improve access and uptake of eye care services amongst all ethnic groups but particularly amongst the Asian community.  Research by the College of Optometrists has shown that 45% of people from the South Asian community are not aware that they're at increased risk of developing eye conditions associated with sight loss and that's quite a staggering statistic and calls for awareness raising to a group who should be able to access and receive support.

To give you an anecdote and I've worked in the low vision centre at RNIB and Action for Blind People now for about six years and during that time I've seen very few people from the Asian community come forward and that is despite quite concerted efforts to engage, promote the service.

Djazmi
Why is such a large number of people unaware of this is it that they're not receiving the information or they're not particularly receptive to the information?

Rughani
Some of the research that RNIB's doing with the Pakistani communities in Glasgow and Bradford have shown that really what determines whether somebody goes for an eye test are often symptom driven.  And what that means is that when we're talking about eye conditions like glaucoma, like diabetic retinopathy as well, which don't really present with any symptoms until their advanced stages people don't know that they've got a problem and then of course don't go and seek help.  Another issue - and I think this is quite significant amongst the Asian community - is the sense of not wanting to trouble other people, a sense of stoicism and a sense of fatalism ultimately where you sort of think well if something's going to happen it's going to happen.  We can prevent these eye diseases from resulting in sight loss, we can prevent the ensuing difficulty with daily living skills that people with sight loss face, by just simple prevention messages and I think that's really important.

Djazmi
Are these messages available in the various languages of the community and in the case of those who are already losing their sight in an accessible format?

Rughani
I don't think it's a simple case of just translating existing literature into alternative languages.  I think it's more about actually reaching people with more sophisticated approaches where you really engage the communities themselves.  There's a lot of work that's been done in mosques, in temples, in gurdwaras, in churches which really promote eye health in a situation where people have trust.  I've had situations in a hospital diabetic retinopathy service where a gentleman had stopped taking his diabetic medication because it caused tummy upsets but he didn't know the risks of him ceasing that medication and I just - as I do - greeted him in Gujarathi and then we had an ensuing conversation.  And these issues kind of came out through that.  And that changed the course of his health because of course his blood sugar levels would not be being controlled with the lack of the medication.  I had another lady who I could speak to in Hindi and it emerged that she had refused to have treatment for the diabetic retinopathy that she had and she also refused to be put on the register for being certified as blind.  And both of these were trust issues - she felt that the remedies that she knew of were much more holistic and she didn't want to turn to sort of extreme laser treatment.  Situations like that really bring home the issues of promoting the importance of maintaining regular contact with eye health services, engaging with the Asian community, a bit more handholding approach that's required to really explain the issues.  And that's where I think developing champions is the key to a long term strategy.

White
Sonal Rughani talking to Mani Djazmi. So what does all this mean when translated into the real lives of ordinary Asians?  Well Bhanu Dabhi was a social worker who lost her sight and became registered as blind in 1992 and she joins us from Coventry, where she lives. 

Bhanu, I mean first of all tell us about the experience of losing your sight, how much of that really rang true to your own situation?

Dabhi
When I was registered blind I was just given a piece of paper which had little writing in it to advise of the groups that I could meet and the places I could go for help.  But that was no good to me because even then I have to make my own way and find out more information.  And what I did is met another blind person to find out how that blind person was managing life.

White
So really there was nobody sort of saying this is what you should do, this is where you could get a white cane, this is where you could possibly find other ways of getting around - there was nobody doing that kind of thing?

Dabhi
No, there was reading support or talking book - nobody was there to tell me that.  And then I thought what about the people who don't know where to go and what to do?

White
Were you thinking at this time particularly of other Asian people - I mean I suppose what I'm saying is were the problems you had due to the fact that you were a minority group in this country or do you think it's an experience all blind people tend to have?

Dabhi
When I was walking in the street you notice double discrimination because people look at you, we are walking in the street with a white cane what is this Asian woman doing, they don't expect an Asian woman going down with a white stick, they think there's something wrong with her.

White
How difficult was it for you to set up your own organisation?

Dabhi
In the beginning it was very difficult because I have to reach the people who didn't know where to go and how to come out of their house.  So I had to go down and practically hold their hand and bring them along to the group.  And after seeing what I was able to do they came out and now I've got a group which is existing from 1995.

White
Because I think - I mean one lady she was amazed that - she asked you how you'd got to her house, this was when you were already blind yourself.

Dabhi
That's right because I went to her house and she was a Pakistani lady, her husband wouldn't let her come out of the house.  So I went to see her and I said that I was registered blind person and she just said:  "How did you come here?"  And I said:  "I came on a bus."  "How did you come on a bus?"  I said:  "Look, this is how you do it."  And then she came out with me and now successfully that lady's studied - computer studies and little courses - and now she's going to join the university and she's going to be a social worker.  So that really shows that just holding somebody's hand and taking them out of the house brings new life and new hope for the people.

White
And that idea of perhaps not having high expectations - is that something which is perhaps part of the Southern Asian community?

Dabhi
Yes they are happy or satisfied with what they've got and that's enough, I've got what I've got.   And if I'm blind because I've been blessed to be blind.  So they just stay at home and don't come out of the house.  And families as well, like the next of kin they think that if they let them out they are letting them out of their sight and not looking after them.

White
Putting them into danger perhaps?

Dabhi
That's right.

White
Well someone who's used the services offered by Bhanu's organisation is Balraj Kumar, Balraj is a former bus-driver and he joins us too.

Can you tell us first - I mean how you came to lose your sight Balraj?

Kumar
I was in service 21 somebody put the aerosol in my eye, after that my sight went down and down.  Then I became diabetic and with that I got cataracts in the eye.

White
And how did you cope initially with losing your sight?

Kumar
Well I feel very pity really, you're losing the eye sight.  And then I met the social worker after two years and she put me right.  She told me about Bhanu.  I joined that group.  I found more confidence looking at the others.

White
Let me bring in David Allen who's the RNIB's Head of Sight Loss Prevention, who's joining us from our Liverpool.

I mean David first of all we've heard from Sonal about the greater vulnerability of Southern Asian people to certain conditions, what are the key messages that you're trying to get across?

Allen
Thanks Peter.  Well I think the principle thing is the same as for the vast majority of the population which is first and foremost get your eyes tested at least every two years.  The eye test itself is a great opportunity to spot whether there are any diseases or anything going wrong with the eye that can be treated.  And if people aren't getting their eyes tested they're missing out on an opportunity to have that identified and in very many cases put right.  So I think that's the first thing.  That would also apply particularly for the South Asian community for people with diabetes and many listeners will know that there's a service called the diabetic retinopathy screening service and this is a mobile service, very similar to an eye test, where they just check to see that you haven't got any diabetes related eye problems.  That's a free service that's often made available to people and we really would like to encourage people to take up the opportunity to have both the eye test and the screening services.

White
But it's very interesting that Sonal was saying that she had seen very few people, when she was giving advice about visual impairment working at the RNIB, this suggests that people aren't finding their way to you doesn't it?

Allen
Well I think - I mean Sonal's perspective, particularly, is in a low vision centre within an RNIB centre but she also works in high street optometry as well and she would also say, I'm sure, that the number of people from particular Asian groups taking up an eye test on the high test is a lot lower too.  So I think overall we're not getting to this group and we need to raise awareness of the importance of that sight test.

White
Now of course this is not just about medical issues, it's about leading a social life as well.  Bhanu, you heard David about whether - what about whether there should be organisations with, if you like, a racial predominance or whether this is the job of the existing overarching national organisation like the RNIB - I mean how important is it that you  have organisations if you like with an Asian slant to them?

Dabhi
I think it is important for the Asian people to have their own organisation because when I started mine as well, because I had to go to the social services and tell them that look I'm starting mine own and not because of the diversity issues as well, they did question me what about other people.  I said:  "Look, we do allow other people to be our members but this is especially for people of Asian communities because they are a very vulnerable community and when they come together they feel more confidence in themselves."  So we cater for all the cultures, all the religions.

White
I suppose what you're - there are some situations that are potentially culturally difficult?

Dabhi
Yes I know, this is what had happened, the lady I went to see, I said:  "Why don't you go for your rehab?"  And the husband wouldn't allow her to go out in the street with big white men.  So I had to go to the social services that she wants an appropriate rehab worker - so there was a white woman who went with her and she got her training and everything.  So sometimes the department don't recognise the sensitivity of what people's needs are.  And this is when organisations like mine are important.  So I mean an organisation like mine can fight for them and take the message forward.

White
Can I just put that to David, David Allen, how sensitive do you think, say, the RNIB is to those cultural differences and why people may not come to you?

Allen
I think Bhanu's put her finger on it.  I think quite often there are some cultural sensitivities.  But I think very often it's about a lack of knowledge - we need to get messages out there to tell people to come and use our services and those of the statutory organisations like social services.  So my view is that we need to encourage and provide accessible services for people from a wide range of communities and RNIB's working quite hard to become a more diversity conscious organisation.  One of the things that we've had running for quite a while now is an interpretation service for our helpline and again through In Touch it's great to be able to publicise that that's the case, that within a couple of minutes we can have access to over a hundred different languages on a live telephone conversation with anybody ringing us from anywhere in the UK.

White
Can I just very quickly, we're getting towards the end, can I ask Bhanu if there are things that are just not happening that you would like to see, what would they be?  If you could pick out one or two things that Asian people in particular need access to what would you choose Bhanu?

Dabhi
They want more support, holding their hand and bringing them forward.  And RNIB and Action for Blind they are big organisations, I think sometimes the people are not confident enough to reach the big organisation, so even very good the service is they won't come and use and take advantage of the services.

White
I think you also - you talked, didn't you, about audio description - what there was available in Asian languages?

Dabhi
That's right.  They did the audio describe of the Bollywood film and there's only one they could pay to have it audio described, which is a shame.  Now people want to go and be socially involved and have entertainment but if it's not audio described they can't.  And RNIB has taken the funding off now; they haven't got the funding to do another audio description.

White
David Allen, how much is funding a problem for all these things?

Allen
I think it's increasingly a problem.  We know about the cuts to public services across the UK.  I think the key thing for us to try and do is to make sure that other services recognise the issues here.  We are investing money in developing a prevention programme to stop people from losing their sight in the first place.  And the idea of this is to generate evidence that we can take to the Department of Health, to clinicians, to be able to say to them look this is work that we have carried out with people from the South Asian community, in particular, this is what we've learnt from it, this is how it works, this is the evidence for it, and we can generate a great deal more effort and enthusiasm for that work by promoting that very effectively.  So I'm very keen that we work collaboratively with agencies, and an Asian blind agency is involved in this, to help us to make sure that we model the right services the right way that communities are going to access them.

White
We're going to have to leave it there but thank you very much all of you - Bhanu Dhabi, Balraj Kumar and David Allen.

As always, we'd like to hear your comments and experiences, you can call us on 0800 044 044, or you can e-mail us at bbc.co.uk/radio 4.

And there'll be a free download of the programme from tomorrow .  That's it from me, Peter White, producer Cheryl Gabriel and the team, goodbye.  


