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White
Good Evening.  Tonight: The hallucinations which can plague the lives of some visually impaired people. It can be quite a scary experience but it has a perfectly rational explanation. We'll be looking at the latest research on Charles Bonnet Syndrome. And we'll be meeting, and hearing, the George Formbys of the future. It’s early days for them yet but we'll be finding out how a ukulele band could improve your employment prospects. 

Now usually the problem with losing your sight is what you can't see but for a substantial number it's the reverse - images of people, shapes, events which are in fact not there at all. It's reckoned that about one in 10 people who have substantial sight loss experience this kind of hallucination.   It’s been known about since the 18th Century but there's still a good deal about Charles Bonnet Syndrome (or CBS) which we don't understand, which is why the Macular Society has commissioned some more research into it. It can be very alarming if you don't know what's going on, particularly because we tend to associate hallucinations with psychiatric illness.  Later we'll be talking to the man who led the research but first Margaret Hemus and Ruth Hollingshead have been telling me about their own experiences of Charles Bonnet Syndrome. Margaret has experienced macular problems for many years, it was after a stroke that she began "seeing things". 

Hemus
I started to see these hallucinations but I didn’t want to tell anybody about them because they were rather scary and I thought people will think that there’s something wrong with my mind because nobody sees things like that.

White
And what were they?

Hemus
The first thing I actually experienced was blackberries in all the bushes, everywhere I went there was blackberries on the bushes as I looked.

White
Very odd.

Hemus
Yeah.  And the other one which was most common to me also in the very beginning – I just need to point this out it depends on how I am, how tired I am, I normally get it when I’m very tired or if I’m feeling stressed out over something I usually get the hallucinations more frequent.  The other thing that does puzzle me a lot – my partner, if I’m looking across the room – and you may all laugh at this because I laughed and my family laughed when I told them – his head goes down on his lap.

White
Right.

Hemus
Also another scary thing was – going back quite a while ago – sitting in the front of the car looking at – well I can’t see very well anyway – looking at oncoming traffic, the cars seemed to be on top of one another and coming towards us. 

White
That must be very frightening, how did you react to that?

Hemus
I think you should ask my partner that because I scared him to death by shouting there’s something coming at us, there’s something coming at us.

White
You said you were worried about were you mentally ill, were you – as people say – losing your mind…

Hemus
That’s exactly right.

White
Did you seek help?

Hemus
No, I kept quiet because I belonged to the blind association – the Dorset Blind Association – and then the Macular – I joined that club as well because the doctors told me I’d got Macular by this time and then by talking to people at the Macular and the Macular sending me leaflets through I realised oh there’s other people sees the same as I see.

White
So how is it now?

Hemus
I can talk about it openly now and I’m not scared.

White
Because presumably for you to do this now is quite a step forward, to come on this programme….?

Hemus
Oh absolutely.

White
Let me bring in Ruth.

Hollingshead
My sight problems started when I was about 10, I’ve got rod cone dystrophy – I’m 40 now, so 30 years I’ve lived with it, I’m in slow deterioration over that time.

White
And when did you start seeing things that were perhaps not really there?

Hollingshead
Probably my late teens.  For me at the beginning it was spiders’ webs and things like that at the corner of my vision but also, which has been a reoccurring one the way through, is small dogs on the pavement that aren’t there, you’re occasionally seemingly walking along, jump over something, I mean it must be hilarious for anybody watching.  Usually it’s a paper bag or something but it’s changed into something else.

White
So it looks like a – it really does look like a small dog?

Hollingshead
It does, it looks exactly like a small dog.

White
Right.  And you have an experience I think when you’re swimming as well don’t you?

Hollingshead
I do, I have a regular lady who swims on the right hand side of me just behind me in a black swimming costume and she’s not there but every time I get in the pool there she is just behind me.  The first time I noticed her I thought I’ll beat her, got to the other end and looked round and thought oh she’s gone.  Came to do my length back and she’s on the other side of me, I thought how did she manage that, so I kept stopping and starting and sort of looking about, it wasn’t until I’d done three or four lengths with this woman next to me and thought ahh…

White
So you were racing her or trying…..?

Hollingshead
I was racing her, made me swim a bit quicker.

White
Right.  When this happened when you were young what did you think, how did you feel about this?

Hollingshead
It’s very difficult, I mean originally they thought I had optical hysteria, they couldn’t actually find anything wrong with me, so I was sent to a psychologist to begin with when I was about 11.  So although they then diagnosed – I had a second opinion and they found the problem – in my mind set there was that people don’t believe me, it had been implanted in me at that early age that they’d thought it was psychological problem and so I was reluctant to sort of say anything.  And it wasn’t until I got more involved with the Macular Society and the Isle of Wight Society for the Blind that I found other people who actually experienced it and all things sort of dropped into place a bit more then.

White
And I think in your adulthood there’s another one isn’t there – there’s one that relates to – because now you’re a mum, you’ve got children.

Hollingshead
I’ve seen a figure sort of leaning over my baby’s cot which was quite horrendous at the time, a few sort of heart stopping moments.  I mean quite quickly I realised that that wasn’t what it was but at the time it was very frightening yes.

White
What effect does this have on your day to day life?

Hollingshead
It was probably the trigger for me admitting defeat, if you like, and using a guide cane, I hate to say that, because I can’t trust what I’m seeing now.  Things like steps will appear where there aren’t any or obstacles on the pavement will appear and I can’t risk that that is Charles Bonnet, I have to assume that they are there for the obvious reasons, so I do use a guide cane.  And it has made me a lot more wary when I’m out and about, I do see cars sometimes when there aren’t any, similar to Margaret I’ve seen things when we’ve been driving fast on the motorway – cars on top of each other or on the wrong side of the carriageway.  So it does affect sort of on a daily basis really.

White
Now there may well be people who are listening to this who are actually thinking oh that’s what happens to me, that’s what is happening.  Margaret, because you wrestled with this problem and not telling people, what advice would you give to people?

Hemus
I’d just speak to someone, speak to the local blind association or sometimes the doctors don’t really understand you when you tell them, they realise it’s not an illness but it is an illness.

White
And Ruth what about you, what would you say to people who are may be realising for the first time that this may be what it is?

Hollingshead
We’re very lucky at the Isle of Wight Society for the Blind, we had a talk recently from one of the island’s optometrists and he mentioned Charles Bonnet Syndrome to people and out of the 20 in the room every single one had had some experience of it and I think four or five of them had not mentioned it to anybody before.  So it’s incredibly common.  I run the Macular Support Group on the Isle of Wight and I always mention it to new members, without fail they’ve all had some experience of seeing something that isn’t there and nine times out of 10 they haven’t said anything.  It’s often age related eye conditions so I think they often think there’s something else going on in the background so therefore they don’t speak out and worry themselves unnecessarily a lot of the time.

White
Well Ruth and Margaret thank you very much, both of you, for coming on because I think you may have eased a few people’s minds, thank you.

So what do we really know about CBS, or Charles Bonnet Syndrome, and what can be done to help those people who are alarmed or distressed by its effect?  Well, I’ve also been talking to Doctor Dominic Ffytche, clinical senior lecturer in old age psychiatry at King's College London.  His research surveyed almost 500 members of the Macular Society about their experiences of the condition but I began by asking him what we had known about the syndrome before his new research.  
 
Ffytche
The clinical world has seen Charles Bonnet Syndrome as a curiosity, as something that a patient might bring up describing their experiences in the clinic and you would reassure them, you would tell them well that’s very well known, it’s called the Charles Bonnet Syndrome, most people get better within 18 months and there you go, how interesting.  And I think what we’re showing now is that there is an important sub-group of people that do find it troublesome and that there are specific things that can be done and perhaps most importantly it doesn’t go away.  We’ve just carried out the largest ever survey of Charles Bonnet Syndrome, this was a survey of the membership of the Macular Society, we found 492 people with Charles Bonnet Syndrome where most previous studies usually report about 10 to 12 or so, so it’s a huge increase in numbers.  And what we found was that it goes on for much, much longer than 18 months, we can say, from our analysis, that at five years most people – that means 75% of people – so most people will still have their hallucinations.

White
Now your survey was about what people saw and how they reacted to them but do we know biologically what is actually happening here?

Ffytche
Well we know that this is a normal response of the brain to loss of visual input.  So the hallucinations represent activity in the bits of the brain that we use every day in normal vision to see faces, objects and colours and in the context of eye disease these areas fire off spontaneously so that you get the percept of seeing an object or a colour or person that’s there but when it’s actually just your brain has generated by mistake the same activity that’s there when you normally see someone.

White
What evidence do you have about how significant it is if people actually do know what it is, I mean that won’t intrinsically make it better will it?

Ffytche
No.  We can say from this survey that one of the issues that impacts on whether you find it an unpleasant experience is whether you knew of the possibility of Charles Bonnet Syndrome before the hallucinations started.  So in other words if you’re prepared then they don’t bother you, the problems arise when out of the blue you’ve just had a period of visual loss, you’re coping with lots of other problems – readjustments in your life – and suddenly you start to see things that are not there and in the elderly age group the first thing you think of is that you are getting dementia or that you have a serious mental illness.  And unfortunately about 13% of people had never heard of Charles Bonnet Syndrome when they were sent our questionnaire in the post, so it is very important that professionals are aware of the condition, what it means, who’s likely to get it and this sort of thing.

White
Now it’s all very well knowing all of this but what can people do themselves if they’ve got this?

Ffytche
Well unfortunately because Charles Bonnet Syndrome has not been on the clinical radar, if you like, there have been no proper trials of what works and what doesn’t work.  So all we have to go on is case reports, anecdotal evidence, sort of common practice etc., so the way people are managed today, once they tell you they have Charles Bonnet Syndrome, is to reassure them, to educate them about what it is, to give them some strategies that other people have found helpful.  So now this may be moving their eyes in a particular way for some people, it stops the hallucination as it’s occurring, so it’s not a cure but it does give them some control over a particularly troublesome hallucination or if it’s happening in a particular time when they find it difficult.  But for a real cure you then have to go to medications and there are a number of different types of medication that have been shown to stop hallucinations, stop Charles Bonnet Syndrome in some patients, but not in others and so you never know which is the right one to choose for a given patient and often it’s a question of trial and error.

White
Dr Dominic Ffytche.  And there's more information on our website about Charles Bonnet and a link to the Macular Society, which can offer some more advice. 
 
Well now it’s confession time.  In my extreme youth I was in a band and I played, of all things, the ukulele. After a while the other two, who were very good musicians, gently took me aside and asked me not to, it appeared I wasn't very good and it wasn't very cool. But there are no such inhibitions restricting a whole band of ukulele players which has been formed at St. Vincent's school for visually impaired children in Liverpool.  Indeed, the school principal thinks it could help not just with music but with confidence and even getting a job. Well Tom Walker's been along to hear them tuning up. 

Actuality – tuning up

Walker
Fortified by a roast dinner and with the help of local ukulele band Uke Box the children had soon mastered how to play the C chord.  The 20 children have only been learning the ukulele for three weeks and school principal, Dr John Patterson, is impressed by how much progress they’ve already made.  However, for John there are spinoffs which are just as important as learning to play the instrument.

Patterson
It’s the friendship groups that can be made and it’s the applications – the computer technology, the ICT, the innovation, teaching and learning – that these children can decide upon that I think can help them understand enterprise and entrepreneurial learning.

Walker
One of John’s aims is to bring people into the school from outside so that they gain a better understanding of what it’s like to be visually impaired and to give the children a chance to develop their social contacts.  This is something appreciated by 16 year old Nicole who wants to work with children when she finishes her studies.

Nicole
It’s good to communicate with people who haven’t got a visual impairment for them to understand what visual impairment is because then when you’re outside and stuff they know how to guide you and help you and they know how you deal with things when you’re visually impaired.

Actuality – Ukulele lesson

Walker
After Mike from Uke Box had reminded 15 year old Jordan how to play the F chord Jordan told me he feels he’s benefitting by meeting people from outside the school.

Jordan
It’s great to socialise with someone you don’t know because you never know they might like the same interests as you.

Walker
So this is really giving you contact with the outside world is it?

Jordan
Yeah.

Walker
And tell me why that’s good Jordan.

Jordan
Because then I don’t have to be stuck in me own room all the time and to develop my English skills and my conversational skills.

Summer
My name’s Summer and I’m 11 years old and I’m in Year 6 and I’m going to high school in September and I play the flute.

Lily
My name’s Lily and I’m nine years old and in Year 4 and learning to play the ukulele.

Walker
Tell me why you chose to learn to play the ukulele Lily.

Lily
I just tried it and then we both just liked it, so we both just started.

Walker
What about you Summer?

Summer
Because it doesn’t matter what’s wrong with you, you can play any instrument, like I play the flute and I’m learning the ukulele, it doesn’t matter how many you play or what’s wrong with you, you can still play an instrument.

Walker
Tell me what the difficulties may have been with the ukulele or has it been dead easy?

Summer
It’s been dead easy.  There’s times when the notes hurt your fingers when you’re pressing them down but I suppose you get used to it as you play it.

Walker
Now you’re both visually impaired does the fact that you can’t see very well Lily, does that make things difficult for you?

Lily
Well yeah but everyone just got to get on with it.

Patterson
It’s finding where the jobs are now and the future that we can train our children up and get them ready for, that is part and parcel of what this is about.  If we give an example, I know the government’s talking about people that can phone grandma up and see if grandma’s alright to keep her out of the NHS system, wouldn’t it be great that some of our children could be leaders on that, they could take the lead and be trained up to be those people that phone up grandma and see how she is?  There are jobs that our children are very able to do.  One of our lads, Mahmood, had done a rap, but it’s not about the rap so much, it was about that he organised computer technology, recording studio, artists, musicians – he has the communication skills.  I’m saying yes there’s much, much, much more opportunities our children can do if people would just give them the chance.

Actuality – Ukebox playing to the students

Walker
Summer and Lily are both confident they’ll give a good show of themselves when they perform at their first concert in a few weeks’ time.

Summer
Oh I’m really excited because I love performing in front of thousands of people, it’s my type of thing.

Walker
And what about you Lily, how do you feel about the concert coming up, are you nervous?

Lily
No I’m quite glad because then we’ll be able to show people that we can do it even though we are visually impaired.

White
Summer and Lily, plus a few ukulele players, ending Tom Walker's report. 
 
And that's it for this week.  Your comments please on anything in the programme, plus those questions which may seem too obvious to ask but please we want you to.  Next week we'd like to tackle some of those issues which people often ask us about and which we don't always get time to deal with. It could be about technology, benefits, or just all those little human issues which come up interacting with people and we'd particularly like to hear from those people whose visual impairment is quite new. 

You can call our action line on 0800 044 044 for 24 hours after the programme; e-mail intouch@bbc.co.uk; or if you have the skills, or some help available, go to our website, from where you can also download tonight's and future In Touch programmes. 

From me Peter White, producer Lee Kumutat and the team, goodbye.
 
Now, how did that go again – music and singing.
 
 

