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White
Good Evening. Tonight: why dealing with the loss of your sight isn't just about learning new skills; one organisation is calling for newly-blind people to be screened for clinical depression. Also, what's new in audio description and why blindness and the bedside manner don’t always go hand in hand.

Clip – Lee Kumutat
In previous situations I recall standing awkwardly in a cramped hospital room trying not to make any sudden movements in case I knock out a vital line.

White
More from Lee Kumutat later in the programme. 

A report just out is suggesting that the psychological effects of losing your sight are being routinely ignored. A study commissioned by the charity, Guide Dogs, and carried out at Cardiff University, says that almost half of those receiving treatment for sight loss in NHS eye clinics have diagnosable depression, but that in only two of over 600 clinics are patients actually being screened for it. They want to see screening become a matter of course for people in the early stages of sight loss. In a moment we'll be hearing more about the findings of the report, but first Chris Glover, alongside his wife Joanne, told us about his experience of losing his sight eight years ago. 

Glover
It happened within the space of two months.  I went for my diabetic eye check in the February of 2007 and two months later I was then diagnosed with proliferative diabetic retinopathy.  And the only way to treat it really is to sacrifice all your peripheral vision to keep your central vision.  So it was then a case of five years’ worth of operations and not a particularly nice time.

White
What about from a job point of view?

Glover
I was able to go on working to a degree, in between obviously having to recuperate from each one of the operations.  It was a gradual process of actually losing the vision, if that makes any sense, so it wasn’t automatically like a light switch.  But eventually it got to the point where it was a bit of a nightmare for me to try and do my job and also cope with the fact of actually coming to terms with the fact that I had lost my vision.

White
And how would you describe your state of mind as a result of this?

Glover
Very, very vulnerable. Very, very low.  I remember a Sunday afternoon with my parents in the kitchen, they’d got hard tiled floors and I remember bashing my hands on the floor and just going “I can’t cope, I can’t cope, what am I going to do, I can’t cope if I become blind”.  And I just didn’t know what to do and how to do it.  The only thing that kept me going, at that particular point, was having to go to all the operations.

White
So obviously, as you’ve said, you were getting treatment for your eye condition but what help were you getting to deal with your state of mind?

Glover
Not very much from the NHS, as in a clinical side, it was mainly support from my wife and my actual direct friends and family but there was no medical help provided for the way that I was trying to cope with it from a mental side and an emotional side.

White
And where do you think that might have come from because presumably you were seeing ophthalmologists and eye surgeons…?

Glover
Exactly.  I mean at no particular point did anybody ask how I was doing and how my family was doing and how my wife was doing, so in other words it was all about the practicality of it, rather than the emotional impact.

White
Let me bring in your wife because Joanne is actually with us.  So what was happening to you while all this was going on with Chris?

Joanne Glover
It was a bit of a shellshock for me initially.  We hadn’t even married at that point, Peter, I tried to sort of carry on as much as I possibly could but it took a walk to the park on a Sunday afternoon to realise that I’d lost the man that I had initially met.

Glover
And then all of a sudden it was a case of, well hang on a minute, it was then like almost opening a floodgate and I had a breakdown at work.

White
So did you actually get to a point where the depression was properly medically diagnosed?

Glover
Yes it was.  After my breakdown we went to my local doctor’s and they effectively diagnosed me there and then with stress and depression.  From that point I was actually offered, at Manchester Royal Infirmary, very, very good mental health care on an outpatient basis.  So in other words I was able to go in for counselling service, which enabled me to get my head round everything that had gone on previously.

White
And would you say now that from a clinical point of view you’re completely well again?

Glover
Yes I have down days, I still do, I’m certainly not fully out of depression and anxiety and I feel down about obviously not being able to do the things that I used to be able to do but I’m able to cope with them, that’s the thing, you’re able to get coping strategies to enable you to get round them so they don’t impact either your personal life or your working life either.

White
Chris Glover.

Well, this three-year report was commissioned by Guide Dogs. Their Head of Strategy and Research, Jenny Cook, told me more about what they had found. 

Cook
It tells us something that we’ve assumed for a long time but have never had the clinical evidence that 43% of people with sight loss are showing signs of depressive symptoms that are significant enough to warrant some sort of intervention.

White
As a result of this, who needs to do what?

Cook
It’s very clear that the NHS needs to think about how and when it screens people with sight loss for depressive symptoms and then offer some sort of intervention that will help people increase their wellbeing.

White
You are talking about this as a representative of Guide Dogs, so are you finding this at the point where people come to you for a dog?

Cook
Yes, we hear lots of stories frequently about how people – it’s taken them seven, 10 years, to get out of the home, the only reason why they’ve contacted Guide Dogs is because a member of their family has pushed them and often the guide dog owner themselves, once they have their dog, will say I should have done this seven years ago because it’s improved my overall being.

White
Wouldn’t more rehab, quicker, be the real answer and maybe head off the depression, as it were?

Cook
I think that’s true and the research that we conducted was based in low vision clinics, where a lot of people are starting to get re-enablement and rehabilitation for the very first time.  And we screened at that point recognising that actually only a third of those individuals that showed depressive symptoms were getting some sort of emotional support and even in those low vision clinics two-thirds of the individuals who needed help and support weren’t getting it.

White
Let me bring in Tom Margrain. You led this research at Cardiff University, so how was it actually done, how did you arrive at your results?

Margrain
This was actually one of the biggest studies in the world and for that reason I think we can be really confident in the results.  We screened over a thousand people with sight loss who were turning up at rehabilitation centres in South Wales and London and we used a routine depression screening questionnaire.  Now, one of the things that we found particularly alarming was that three quarters of people who we contacted weren’t in receipt of any treatment whatsoever and we understand that out of about 200 hospital centres that are providing these services across the UK only a couple of them are actually screening people.  And I guess we discovered that in terms of people’s mental health, in terms of depression and wellbeing and so on, that sight impairment is as bad as people who have a diagnosis of cancer.  So this is really serious and I think we need optometrists and ophthalmologists to recognise that they’re dealing with a whole person, not just a pair of eyes.

White
Jenny Cook, isn’t there a danger that when people are referred for depression, people, including GPs (because a lot of the suggestion is go to your GP), they’ll say well it’s not surprising: you’ve lost your sight! And then refer you back to agencies like Guide Dogs?

Cook
The help has to start with that NHS clinical supervised intervention in a timely and an appropriate manner with appropriately trained staff.

Margrain
Can I just add that there are some NICE guidelines at the moment…

White
That’s the National Institute for Clinical Excellence.

Margrain
Yes absolutely.  They recommend that high risk groups for depression are routinely screened and that is not currently happening in NHS rehabilitation clinics.  So there’s good NICE guidance on this and GPs are very familiar with the treatment of depression, so they have lots of tools at their disposal – psychological interventions and medication – that can help people.

White
But I can imagine people, like Chris maybe, thinking at the time when you’re losing your sight: I’m losing my sight and now they’re trying to tell me that I’m losing my mind!  Aren’t people going through enough without suddenly being put through a load of tests as well?

Margrain
I think it’s important to treat the person as a whole and to find out how they’re feeling about their sight loss.  My personal experience, as a clinician working with people with sight loss, is if you hand somebody a magnifier and tell them it’s going to solve their problems for many people it isn’t going to solve their problems and dealing with their depressed mood is perhaps the very first thing we should be dealing with, as well as alongside providing rehabilitative support.  But I think to ignore the fact that people are feeling low at the outset is making a mistake.

White
Dr Tom Margrain and before that Jenny Cook.

We did ask NHS England for their response but we hadn’t heard from them at the time of recording this programme.

Do let us hear your reactions. We're planning an edition soon of our occasional series "Blindness for Beginners" and we'd very much like the next one to concentrate on the voices and experiences of people who have lost some, or all, of their sight relatively recently - say - over the last five years. What most helped you?   What tips would you like to pass on and what was missing from the help you did get? You can call our Actionline for 24 hours after the programme on 0800 044 044.  If you'd like us to get back to you, please leave us an email or a phone number. You can email us at intouch@bbc.co.uk and there's also more information on our website. 

Now, audio description – that’s the process of filling the gaps between the dialogue on films, plays and TV programmes - has been around since the 1980s. But particularly with television, as the technology develops and the number of networks mushroom, is it keeping up, or are visually impaired people in danger of being left behind? Certainly some TV networks are doing their best; and in particular the question of how to deal with the growing appetite for foreign films is being addressed. You may have heard the item on last Friday's You and Yours, when Channel 4 talked about their latest initiative: audio describing part of a season of 12 foreign dramas. These will include English translation, as well as description of the action. 

Anna Jones of the RNIB gave me her reaction to how this was being done. 

Jones
In the past there was a trial that looked at using different voices for different characters, as in when reading the subtitles, and a separate voice for the audio description.  The difficulty with that is you’re almost re-scripting actors’ voices and of course there’s a cost implication for the broadcaster there as well.

White
Yes, because I mean, that’s what the BBC says. They say that they think the best solution for this is dubbing, where everybody would hear the translated voice but that dubbing isn’t very popular with other viewers and they therefore worry about how effective it is and how cost effective it is.

Jones
And I think that’s where I think Channel 4 has looked at it and along with their audio description provider decided that they would try the one voice, they’ll use the voice for the subtitles and for the audio description.  And the feedback we’ve had so far is that people are able to follow it and are enjoying some of the series that are now rolling out and that ourselves and across the media are talking about.

White
How do we compare with other countries in terms of audio description and how much we’re providing?

Jones
Something that was said to me by someone I met recently at a conference, was that people are quite envious of what we have in the UK.  I think we have more audio description than most countries.  We often, at RNIB, are approached by similar organisations in countries around the world to come and learn, so that they can try and replicate some of our services in other countries.

White
But I think some blind people would say: are we actually being ambitious enough?

Jones
Always room for more.  I think the legislation is for 10% audio description and many of the broadcasters do and have agreed to do 20%, up to that level, and some do exceed that.  But we would always be, here as RNIB, saying people want as much as they can get because it gives people a diverse range of content to watch.

White
What are the other advancements being made in audio description and what do you think we ought to be concentrating on as well as to-air TV programmes?

Jones
Two or three things really.  I think as technology develops we need to make sure that we’re keeping abreast of it, so we’ve recently been looking at an app that has the ability to download an audio described track to it, that then syncs to a television programme or a film when it’s playing at home, either through video on demand or standard television.  We’ve done a trial of that looking at the acceptance of those people that would benefit from it and their thoughts on that.  So it’s keeping abreast of some of the technologies.  And then I think secondly linked to that the gap at the moment is very much the video on demand and catch up television services, where audio description is not keeping up with the amount of programmes that are now moving on to those platforms.  An example would be, you can watch a programme tonight on your television with audio description but if you want it on the catch up service tomorrow for many broadcasters it’s just not there.

White
Anna Jones.

One of my frustrations with being blind is always being the one who’s being helped, not the one who’s doing the helping. In our latest personal column, Lee Kumutat has been doing some thinking about this, and has come up with some surprising conclusions. 

Kumutat

I reached the end of the down escalator with my guide dog.  Someone in front of me steps off and slips, falling heavily on the ground.  I’m the first on the scene.  “Are you okay?” I ask in their general direction.  There’s no answer.  What do I do?  I don’t know exactly where they are and don’t want to step on a hand or further complicate the situation by my guide dog getting excited that somebody is down at nose level.  By this time a few more people arrive and someone has bent to help.  I can now tell she’s a woman and she sounds elderly.  “Are you hurt?” I ask.  I hear she’s being helped to her feet.  She turns to me and says, “Thank you very much,” in a very pained voice before turning back to the person who was clearly in a better position to administer help than me.  I have the feeling that I was thanked more because I’m blind and bothered to try to help.

The incident abruptly took me back to events earlier in the year.  In late July my 94-year-old Oma died in a respite care home back in Australia.  She had dementia and my mother had been her sole carer for over 10 years.  When I lived at home I had borne witness to my mother’s careful ministrations – efficient and practical.  I never felt like I was able to do more to help than perhaps a 12 year old child would.  Fetching her walking stick, maybe making a cup of tea – I would stand by while my mum washed and dressed her, only being able to offer an ear and the occasional bit of advice on how my mum could best look after herself during this time.

Now I live in London and when my mother was told Oma was going to die within the next few hours mum called me on Skype to tell me, using the respite home’s free Wi-Fi.  I could hear the gentle hum of people respectfully getting on with their duties while somebody was dying in their midst.  My mum and I talked about my Oma, sharing memories of how she’d driven us both crazy at times and how generous and kind she’d been.  Mum asked me to write the eulogy for the funeral I wouldn’t be able to attend.  And she left the tablet we were Skyping on beside Oma on her bed and on loudspeaker so we could talk to her.  We told her it was okay, it was time for her to let go and that we loved her.  At one point I suggested to my mother that while I was there she should call some other family members to be with her physically when my Oma passed.  She agreed.  I comforted her and I listened while nurses came in regularly, we laughed and we cried.  

I clearly heard Oma’s last breath when she died. I remember the music that was playing on the neighbouring bed’s television – they were watching one of those awful talent shows and somebody was singing James Taylor’s Fire and Rain.  It was an incredibly powerful and difficult moment in which I felt, maybe for the first time, I had been able to take part as much as possible, given the limitations of technology and for everybody involved those limitations were easier to accept than those related to my blindness.

In previous situations I recall sitting by her bedside, holding her hand, not being aware of a soft footed nurse coming into the room, wanting to check observations.  Standing awkwardly in a cramped hospital room trying not to make any sudden movements in case I knocked out a vital line.  Always wanting to do more and not mentioning how I felt to anybody because none of this was about me and I didn’t want it to be.  And yet here I was 13,000 miles away sitting in my bedroom in London taking part in a momentous and sad event within the fabric of my family.  I didn’t get in the way. I didn’t offer clumsy hugs just as the person was stepping away to do really important things like shift a pillow or pour a glass of water.  I felt wanted, useful and very much part of the family and I felt I had contributed fully.

White
Lee Kumutat. 

And that's it for today. From me, Peter White, producer, Siobhann Tighe, and the team, goodbye.     

