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White
Good Evening.

The bionic eye – it’s an arresting headline isn’t it, but is the ability to put some sight where there was none really here?  We talk to the man leading the latest trial who thinks that it is.

Clip
This gives me great hope for the future.  It’s tremendous actually when I meet a new patient with RP that I can now say to them well in the worst case scenario, even if you did lose sight completely in years to come we do have something which may be of benefit to you so don’t give up hope.

White
We’ll be hearing more from Professor Robert MacLaren in a few minutes.

But first, a major change in benefits which is already here and will affect most visually impaired people of working age very soon, if it hasn’t already.

Disability Living Allowance was introduced in the early 1990s and was the first attempt to compensate disabled people for the added daily living costs of disability.  But following the 2010 Election the coalition announced its intention to replace DLA with something called PIPs or Personal Independence Payments.  It was argued that DLA was now out of date, that there needed to be more robust ways of assessing need but it was also made clear that the intention was to save money.  The government said it wanted to cut the cost by 20%.  Well now the process of transferring people of working age from DLA to PIPs is properly underway.  So how is it affecting visually impaired people and how does the transfer work?  The RNIB’s legal rights manager, Jean French, has been telling me what point the process has reached.

French
Since October people have been invited to claim PIP.  What happens is a letter is sent to them in the post explaining that they have four weeks to ring a telephone number and the first part of the PIP application form is completed over the telephone.  What then happens is the second form is sent out to people and they then need to complete that with the details of how their sight loss affects their day to day living and their mobility.

White
So who are the people who can expect to be approached with this invitation?

French
Well it’s going to be anybody of working age.  So we’re looking at over 16 until you reach state retirement.

White
So what are the kind of things they are likely to be asked?

French
There are a set of questions, they’re known as activities in the broadest sense, and they’re things like any support that you need with cooking, getting washed, getting dressed, reading is a specific activity – you’ll be pleased to know – and what happens within each activity is there are a set of questions, each of those questions scores slightly different points.  So what you try to do is identify the level of support that you need and then points are awarded in relation to that.  And it’s the support that you need, not the support that you get and that’s very important because obviously quite a lot of people will have a need for support but not necessarily having that need met.

White
And I guess what people are really going to want to know is I get Disability Living Allowance, I applied for that, what’s the difference, what am I going to find that’s different between that and Personal Independence Payments?

French
Like Disability Living Allowance there is a mobility component and what’s now called a daily living component, but used to be the care component.  The difference now is it’s very much a way of assessing the support that you need by answering very specific questions.  You’ll remember with DLA you had those empty boxes where you needed to describe how your day worked really.  So this is much more focused on specific questions that assess need.

White
What do people need to be wary of in doing this, mistakes they might make?

French
I think the main thing to do is to take your time and to think about what your needs are over a broader period of time.  So thinking about good days and bad days, trying to think through what is the support that you need and again it’s really important that you think about what you need, not what you receive.

White
Filling in forms for visually impaired people is tricky at the best of times…

French
Mmm indeed.

White
What kind of help is available from the DWP itself but also from the RNIB?

French
From the DWP you can, when you’re having that initial telephone conversation at the beginning of your claim, you can ask the DWP to send somebody out to your home and help you to complete the form.  Some people would prefer to have some independent support, somebody different from the DWP to help them, and we at RNIB we have an advice service, we’ve designed a PIP toolkit and that’s available online and it takes you through the questions a step at a time and asks you prompting questions so that you know the sort of information it’s helpful to put on the form.  But it is important to be as honest and as detailed as you can be about what your support needs are.  Don’t present yourself in such a way that you can do things when in fact there are support aids or appliances that you need in order to complete those tasks.

White
Because sometimes the help you get you start to take it for granted, particularly perhaps if it’s from a partner or a friend or a child.

French
Yes absolutely, that happens a lot.  I think what can be quite helpful sometimes is if people keep a care diary, maybe just for a week, and every time somebody’s helping you out in some way shape or form note it down, record it, so that you’ve got those thoughts in your head and when you’re then completing the form you’re much more accurate.

White
Now there is a consultation process going on at the moment, isn’t there, about PIPs, which the RNIB has expressed some concerns about, what are you worrying about?

French
PIP has some questions whereby you can score points and you score points because you need aids or equipment of some form that enable you to do things for yourself.  Now when PIP was first designed we lobbied quite hard to have those questions there because we think it’s really important that people are encouraged to be as independent as possible.  So that was agreed, the government is now concerned that too many people are scoring points through the use of aids and appliances.  So our concern is that aids and appliances can be hugely useful for people with sight loss but also we feel that PIP, very much like Disability Living Allowance, it’s there for the additional costs of disability and that may be equipment and appliances but it may also be a range of other things – if you’re indoors all the time it might be that your heating costs are higher.  So in suggesting that people who are able to do things using aids and appliances should lose the points we think that works as a disincentive, it doesn’t reflect the actual true purpose of PIP and I’m concerned that if you take away the points from people that are using aids and appliances we will see a significant number of people with substantial sight loss not being entitled to daily living awards.

White
And who is vulnerable – are you saying it’s people with some vision?

French
I think there is a possibility that some people with no sight at all could be in a very difficult position here.

White
How much do we know about what has happened so far to visually impaired people who have applied for PIP, do we have any evidence that people are not getting the benefit?

French
Yes, my team, within RNIB, we’ve had a significant number of people who we have helped to challenge decisions at tribunals and in upper tribunals and those people have at the first stage been turned down.  So I would say if you make an application for PIP and you are turned down please do get in contact with our helpline.

White
That number for people to get advice?

French
The helpline number is 03031239999.

White
Jean French.

Well we invited the disability minister, Justin Tomlinson, to come on to the programme, we were told that he was unavailable this week but we have extended a standing invitation to him and we’re hopeful he will come on soon to talk about this and other issues.  In the meantime we received this statement from the Department for Work and Pensions.

Statement
The introduction of Personal Independence Payments has been a hugely positive reform but concerns have been raised that the assessment criteria might not be working as planned.  The criteria for aids and appliances has expanded to, in some cases, items we would expect people to have in their homes already.  We think it’s important to consult widely on this issue to ensure we’re getting it right and we look forward to hearing the responses.

And indeed there was a consultation in London yesterday and others are planned in Cardiff on the 15th of this month, that’s this coming Friday; Birmingham on the 18th; Leeds on the 22nd and Edinburgh on the 25th.

And we’d also very much like to hear from people who have either undergone or are currently going through the process, whether you were awarded PIP or not.  We understand that around 2,100 visually impaired claimants have been granted PIP but the DWP say they don’t keep records of numbers of unsuccessful visually impaired claimants.

Details of how to contact us at the end of the programme.

Now someone who does clearly feel she has cause to celebrate is Rhian Lewis.

Clip
Oh my god. [laughter] [Indistinct words]

Well done.

[Indistinct words] felt like Christmas Day.

White
That’s Rhian reading a clock face for the first time in several years.  She was featured on BBC 2’s Trust Me I’m a Doctor last week, which followed her progress through and after an operation to have a retinal implant in an attempt to give her some vision.  Rhian has the hereditary condition Retinitis Pigmentosa or RP, which certainly doesn’t always result in the loss of all vision but in Rhian’s case it did.

Ophthalmic surgeon Professor Robert MacLaren has been leading the trial and he described what they’d done.

MacLaren
What we’ve done is we’ve put an electronic device into the back of the eye, under the retina.  In RP, due to a genetic problem, patients lose the light sensing cells known as photo receptors that line the back of the eye, very similar to how a film would be found at the back of a camera.  The electronic device captures light and converts it into electrical signals, doing the same role that the photo receptors, the light sensitive cells, did before.  The device itself comprises two parts.  There is the light sensing part, which goes into the eye under the retina and there is also a power supply and computer which is located under the skin behind the ear.  The two are connected with a cable that runs underneath the skin and then round into the back of the orbit to connect to the chip which is in the retina.  The chip itself has 1500 pixels.

White
You talk about switching it on, is that under the control of the surgeon or someone like you or can it be switched on and off when you get it home?

MacLaren
Well initially during the surgery we do activate it but after that the activation and switching on of the device is done entirely by the patient.  They have a small power supply, very similar to a mobile phone, which connects to a wire which then attaches via a magnate to the skin behind the ear.  There are some controls on that device which enables the patients to adjust the image quality.  I mean the obvious thing is that when they go to sleep at night they’ll want to switch it off.

White
Right.  Now Rhian in the TV programme she was clearly thrilled by the experience of seeing something again but I mean how much sight are we actually talking about being able to restore?

MacLaren
Well the vision that is restored is by no means normal.  The vision for a normally sighted person would be considered extremely poor but you have to think about the patients whom we’re treating in the trial, these are people who have no light perception, if you shone a torch in front of them and switched it on and off and shone it into the eye they would not know if the light was on or off.  So from that very, very low baseline we are looking at the ability to see shapes and objects, to see people around them, to see doorways, to see windows.  And the current trial that we started, which Rhian is the first patient, aims not just to look at the technology but also to look at how patients adapt to the implant.

White
So who can benefit from this procedure, is it at the moment only people with Retinitis Pigmentosa?

MacLaren
Well the current trial is only for patients with Retinitis Pigmentosa and the reason for that is that these patients have loss of the light sensing cells but in all other regards the eye itself and the other layers of the retina and the nerve, they’re all intact, so we have what we think is a relatively healthy system in which we can plumb the electronics.  If we were to have a situation for the patient who had damage to the optic nerve, for instance someone with glaucoma, then we could put a very good chip in the eye but there’d be no connection from the eye to brain and so it’s very unlikely that they’d benefit from it.

White
And can you say how long it takes to adjust to recovering vision?  I mean someone like Rhian, who was obviously very excited by the initial experience, but how long does it take to, if you like, get the optimum benefit from this?

MacLaren
Well that is a question that we don’t yet know the answer to because we’re really in the very early stages of assessing this device.  The technology itself has been developed by Retina Implant, which is a German engineering firm, and the purpose of our trial in collaboration with Retina Implant is to look at the effects of how patients improve with their vision in time as they use it more and more.  In terms of switching the chip on the operation is quite complex and requires quite delicate intricate surgery, we like to wait for everything to heal up in the eye and behind the ear before applying the power supply and switching it on.  Normally therefore we don’t really do anything in terms of vision testing until about three to four weeks after the operation.

White
So how long before this stops being a trial and becomes a treatment?

MacLaren
Well our research is funded by the NIHR, which is the NHS research department, and it’s funded with the purpose of assessing this device as a potential means of using it as an approved treatment for patients who are blind from RP within the NHS.  So we’re already doing that within the trial side of things.  We will complete the trial in about two to three years’ time, once we’ve assessed it.  And at that stage, I hope, that we’d be able to make a submission to NICE or to the NHS regulatory body to have the device approved for use in patients.

White
Because that raises the next – the question about cost, doesn’t it, cost and effectiveness.  Do you think this will be a problem, a. may be because it’s very expensive or b. because the gains aren’t thought to be worth the amount of money you’re talking about?

MacLaren
Well I think you’d have to ask a patient who’s completely blind with RP about whether it’s worth it or not and I would suggest that they would argue very strongly that it is.  Our job is to develop the most reliable and the most robust technology that gives them the best possible vision that is available today.  It’s not up to me to decide who pays for this…

White
No, but you know how these calculations are made, people do talk about cost effectiveness quite a lot.

MacLaren
They do but the cost of current treatments for retinal diseases are also extremely high and of course if you think about aged related macular degeneration with having regular monthly or two monthly injections to treat the wet form of AMD this is a very expensive process that amounts to tens of thousands of pounds a year per patient.  What we’re talking about here is something which perhaps is going to be implanted every few years and again can have a potentially life changing effect on someone who has RP and may enable them to be more independent and do other things which they couldn’t do without the chip.  And of course there’ll be benefits to society as well as a result of that.  So I don’t think the cost issue is going to be a major one with an electronic device, I don’t think it’s going to be as complicated as it would be, for instance, with some of the drug products that we look at that are given on a repeated basis.  This is an implantation that would take place on a patient in one operation and the patient would then be followed up and then possibly another device a few years further down the line.

White
I know you’re as concerned as we are that these things don’t get hyped but that people get good information which is what we’ve tried to do, how exciting is this development do you think?

MacLaren
Well it’s always very exciting as an ophthalmologist to have a patient who’s completely blind and be able to improve that.  I think we have different treatment levels, we can perhaps think about ways of stopping RP from progressing, gene therapy’s an alternative treatment.  The electronic retinal implant however is something which is kept in reserve at the very end if all else has failed then we know there is something we can use to bring the vision back.  This gives me great hope for the future and also it’s tremendous actually when I meet a new patient with RP and I give them the diagnosis and explain what’s happened and the genetics behind it that I can now say to them well in the worst case scenario even if you did lose sight completely in years to come we do have something which may be of benefit to you so don’t give up hope.

White
Professor Robert MacLaren, going behind the headlines, which is what we try to do on this programme.

If you’d like more information about that or anything in the programme or you want to comment you can call our actionline for 24 hours after the programme on 0800 044 044.  And do please leave your details if you’d like us to call you back.  You can email intouch@bbc.co.uk or you can go to our website from where you can also download a podcast of tonight’s programme and arrange for subsequent ones.

From me, Peter White, producer Siobhann Tighe and the team, goodbye.  

