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White
Good evening.  Tonight – the claim that a sight threatening condition is being regarded as too expensive to treat.  And the Meet and Greet, which for some people is turning into a ride of shame.

Clip
I’d just been on a three week sailing holiday and had no mishaps and yet I had to sit in a wheelchair and be pushed from A to B in order to get where I wanted to go and I found it hugely embarrassing, quite demeaning.  And I was also worried about the impression it would have on my son when he saw me coming into the Arrivals Lounge in a wheelchair.

White
More about that in a few moments.  But first, the RNIB is contemplating legal action because it says drugs, which can halt a sight threatening eye condition, are being denied to people who need them by NHS England.  The condition is a form of Uveitis, caused by infection or trauma.  Some patients can be treated successfully by steroids, for others – like Rea Mattocks – these can have detrimental effects.  So drugs called Anti-TNFs have proved effective.  But they’re expensive, between £8-10,000 per patient per year.  Well just before Christmas Rea Mattocks told In Touch why, despite the cost, she thought the body whose role was to commission treatment for relatively rare conditions, like hers, should approve their use.

Mattocks
NHS England is unable to look at the unintended consequences across the total public purse.  And my big argument is that this government controls a total public purse and we, as taxpayers, surely want good value and we don’t want to see the NHS England remaining within its budget if that cost shunts enormous amounts on the rest of the public purse.  If a decision is made not to fund these medications it will be very difficult to then reverse that decision and the 220 people that we’re putting the bid in for will inevitably face a future of blindness.

White
However, the decision has now been taken not to approve these drugs.  No one was available from NHS England to discuss it with us but here’s the statement they sent us:

Statement – NHS England
These are really difficult decisions which is why we always make use of the best available evidence as well as extensive engagement with experts, patients and the public.  We did consider whether to routinely commission these treatments last month but on this occasion, due to the lack of published evidence on whether the treatment is effective, the policy was not supported.  Expert groups have been set up to consider the potential for new policies on Uveitis based on clinical trial results, which we expect will become available later this year.

Well one of those people upset by this decision is Rebecca Salter, whose seven year old son Riley has this form of Uveitis.

Salter
Fundamentally it means that he won’t receive a drug which could ultimately preserve his sight.  Without it he could realistically go blind.  It’s a slow, for him, and chronic condition but in 10 years’ time realistically he could be blind from either cataracts or glaucoma.

White
Has he been taking this drug at all?

Salter
No, at this point he hasn’t, he’s been on another drug – methotrexate – which is a chemotherapy drug, which they also use to treat Uveitis, to dampen drown his immune system but it hasn’t worked for him so he also has to take daily steroids and a side effect of those is also cataracts and glaucoma.  We were told that the next drug of choice for him would be Humira but we were told at his last appointment that that option for him has now been removed because of NHS England’s funding decision.

White
So given this decision what are your choices now?

Salter
Well it will either be to self-fund and for that we do need to ask our family really.  My husband and I can’t afford the drug on our own, we’ve got a mortgage and other commitments, so really we’ll be asking my parents to help us afford the drug.  Beyond that we really will have to look – to consider moving to another location, say Scotland, where the drug is funded because ultimately if it comes down to saving my son’s sight or staying where we’re used to living and where we’re having jobs we have to save his sight, so we would move.

White
NHS England say they feel there isn’t enough evidence at this stage yet about the effectiveness of this treatment, what’s your reaction to that?

Salter
Well do you know what really my heart sinks because Uveitis, it’s a rare eye condition, I think you ask any doctor or ophthalmologist in the local hospital, they’re lucky to see one or two cases a year.  And I think if NHS England’s criteria is purely on the level of numbers of people suffering there will never be enough clinical evidence to satisfy NHS England, there are just not enough patients.  It’s not – it is not easy to recruit patients with active Uveitis into trials.

White
Well listening to that is Dr Maria Dawson, who’s Policy and Campaigns Officer for Eye Health at the RNIB.  First of all, I mean can you just tell us a bit more about Uveitis, what is it exactly?

Dawson
Uveitis is an inflammation of the middle layer of the eye.  And the inflammation can be localised to the front, middle or back of one or both eyes.  Severe posterior Uveitis, i.e, that’s the inflammation at the back of the eye, is a long term condition and it can lead to blindness if it is not treated correctly and in a timely manner.

White
So who are the people we’re really talking about who are not being able to have this drug, what’s their specific situation and why are they different from other people?

Dawson
So as we know adults and children with this form of severe Uveitis and parents who care for these children will be affected by this decision.  I can’t give you the exact figures because England does not have a patient register that stores this information, however, based on previous research I can say that approximately 100 children and 220 adults will need access to Humira or Remicade per year.  In terms of those treatments – so these treatments – Remicade and Humira – are not suitable for all patients.  Sixty percent of patients will respond to conventional treatments of high doses of steroids and/or immunosuppressants.  However, for the remainder, for example Riley, who are at high risk of going blind they will need Humira or Remicade.  I think…

White
So how do you react to this decision?

Dawson
Well the RNIB are very unhappy about the decision and we would like this decision to be reversed.  We appreciate that Uveitis is a rare disease, however, it is one of the leading causes of visual impairment and blindness in the world.  The RNIB believe you should not put a cost on saving a person’s sight, especially when it’s avoidable.  Remember we’re talking about patients and parents who may need to sell their homes, seek loans to self-fund, or move specific areas in Scotland where these treatments are freely available.  With regards to the evidence – actually that’s a really important question Peter – we do not exactly know why NHS has made this decision.  Yes they have said there’s insufficient evidence about the effectiveness of Humira and Remicade and they will re-evaluate this evidence this October.  But we still don’t understand the decision making process, particularly around evidence.  And this process doesn’t even have an appeals procedure.  So ultimately we don’t know and that’s why we’re seeking clarification from Simon Stevens at NHS England.

White
But they say that there could be the results of trials later this year, is that a sign of optimism, does that mean there could be more evidence which would suggest that this might be possible to reinstate?

Dawson
Absolutely but at this stage we’re still seeking clarification from NHS England.

White
So you are considering going to law – I mean on what grounds would you be able to go to law do you think?

Dawson
Well at this moment in time we are considering legal action but as it stands we will have to see and wait for the outcome of our meeting with Simon Stevens before we take our next steps.

White
And in the meantime what kind of treatment will somebody like Riley actually get?

Dawson
Well in the interim it’s actually a very confusing and difficult situation because eye doctors will need to apply for a special type of funding known as an individual funding request to access Humira and Remicade.  But to qualify the patient must have another condition and going blind or severity of disease doesn’t count.  So in actual fact getting these individual funding requests approved is going to be very unlikely.  So for someone like Riley he may absolutely not have a treatment option.

White
Dr Maria Dawson than you very much indeed.

Now however confident a visually impaired traveller you might be the journey from an aeroplane back to the outside world is really not a practical one to undertake alone.  For a less confident traveller it would be a nightmare.  Which is why Meet and Greet services on to and from aircraft are so vital but they can go wrong, particularly in the way they’re offered.  Diane Roworth is a pretty confident traveller, she was in fact returning from a sailing holiday.  She also happens to be the chief officer of a voluntary organisation for visually impaired people based in York.  Nonetheless she did ask for Meet and Greet but once on the plane she got a bit of a surprise.

Roworth
I was using Manchester Airport, which is an airport I’m not familiar with, so I’d booked assistance from the aircraft to collect my luggage and take me to the Arrivals Lounge where my son would be waiting for me.  The air stewardess asked me what sort of assistance I would like during the flight and I said I just really did need somebody to walk alongside me so that I could get to the luggage reclamation and then on to the Arrivals Lounge.  But when it came to actually getting off the plane she said – I’m really sorry but the only thing we can get you is wheelchair assistance.  And I said – I don’t need wheelchair assistance.  She said – No but it’s a new company and that’s the only way we can get you assistance from the aircraft is by booking a wheelchair.

White
Which must have come as a surprise to you because presumably you had booked this on the understanding that you could just have somebody’s arm?

Roworth
Absolutely, it’s Meet and Greet or Meet and Assist, rather, I think is what they call it.  And the Stewardess said they no longer provide Meet and Assist, it’s only wheelchairs that they will cater for.  So I said – Well I’m not really very happy about this but if that’s the only way to do it then I’ll have to go along with it won’t I.  So when the gentleman came to meet me with the wheelchair it was perfectly obvious that I was walking from the aircraft to the wheelchair and I had my long cane out but I still had to get in the wheelchair.  And when we got to the luggage reclamation it was quite ironic really because he was saying – Now what does your suitcase look like.  So I described it to him.  And he saw one coming round and he says – Is that it.  So I’m this visually impaired person who can’t see enough to walk but I can see enough to identify my suitcase when it’s coming round the trolley.  

White
Right, so were you offered the option to walk, if you wanted to, when you got on to the ground?

Roworth
No I wasn’t.  And that was very disappointing and I did say, when I got my suitcase, I said – I’m perfectly capable of walking, I’m quite happy to do that.  And the gentleman pushing the wheelchair said – No please just stay in the wheelchair and I’ll take you to the airport Arrivals – where my soon was waiting to collect me.

White
So what have you heard since from either the company with whom you booked it or indeed OCS, which is the company that provides Meet and Greet on the ground?

Roworth
Well I spoke to OCS and spoke to a very nice gentleman there called Chris and he was very, very apologetic about what had happened but he couldn’t understand why it happened.  Firstly, he said, yes they do provide Meet and Assist but then he said secondly, that the people who provide the service on the ground are very well trained and able to deal with a whole range of abilities and are used to allowing people to walk by the side of them, rather than having to be in a wheelchair.  So he was mystified as to how it had happened that way.  And I also spoke to Thomas Cook and they were – again were very apologetic that it had happened and were going to look into it and report back to me and I’m still waiting to get that information back from them as to how it can have happened in the first place because everybody seems to be saying yes we do provide Meet and Assist but it didn’t actually happen like that on the ground.

White
So is this just human error or is there more to it than that do you think?

Roworth
There’s very, very definitely a breakdown in communications between the company, which has changed owners in the last year, between the company and the aircraft because I believe it’s the aircraft that sends the information to the company.  So there’s a breakdown in communication between the two and we’ve yet to find out how that happened.

White
I’m mind to ask you one thing, because this does crop up a lot, I’ve had this experience, I suspect you have in one form or another, and I guess the point is why does it matter so much that we travel in a wheelchair?  I do know some blind people who say – Oh why make such a fuss about it, you could sit in the wheelchair, you can get whisked through, you can dodge the queues, you’ve got somewhere to put your luggage, why do we make such a fuss about.

Roworth
Well I found it very embarrassing to be honest.  I’m perfectly capable of walking, I’d just been on a three week sailing holiday and had no mishaps and yet I had to sit in a wheelchair and be pushed from A to B in order to get where I wanted to go.  And I found it hugely embarrassing, quite demeaning.  And I was also worried about the impression it would have on my son when he saw me coming into the Arrivals Lounge in a wheelchair.  I thought he’s going to think I’ve broken my leg or had an accident or something.  And that was very difficult.  So I do find it embarrassing and I do find it demeaning because I am very capable of getting myself from A to B but if it’s an area that I’m not familiar with I just need to be able to walk by the side of somebody to make sure that I get where I’m going.

White
But it is interesting that sometimes the people providing the services don’t seem to understand why it’s an issue do they?

Roworth
No they don’t, they just seem to think that they’re being caring and providing what is needed.  But I wonder whether they’d enjoy going in a wheelchair when they didn’t really have to.

White
Diane Roworth.  Well we too spoke to OCS and Thomas Cook Airlines who reiterated to us what they’d told Diane, which was it’s an individual mistake but they still don’t seem to have tracked down quite how it happened.  There’s another irony to this story – a few years ago I was involved in making a training video for staff at Manchester Airport in which we made this very point, that many visually impaired people felt strongly that a wheelchair was a very inappropriate way to offer help to them.  However, we’d like your views, especially why do we feel it’s undignified to ride in a wheelchair if it’s the most convenient way to staff to offer assistance, presumably we don’t think that people who have to use them should feel embarrassed so why should we.  Do let us know what you think. 

Finally, some sad news.  We’ve heard of the death last week of Professor John Hull, a good friend and regular contributor to this programme.  John had recently celebrated his 80th birthday.  He was a highly respected academic and writer, specialising in religious education but he also had an uncanny knack, after he lost his sight in middle age, of analysing the experience of going blind, not sentimentally but with a forensic understanding of what it meant and how it felt.  Until I read his book Touching the Rock I didn’t think there was very much anyone could teach me about what it felt like to be blind, after all I had been blind all my life, but John’s description of what the sound of rain could tell you about your surroundings took my breath away.  Here he is in a programme we made with him 10 years ago.

Clip – Professor John Hull
I became aware of the rain, splashing down on the surrounding walls.  There was a drainpipe, I could hear the water rushing down it, like a cascade.  Opposite the window there was a bush, I could hear it quite distinctly, the way that it fell on the bush, which I knew was there, otherwise maybe I would not have realised it was, but I could make out the shape of this bush because the rain was falling on it deadened, you see.

Down below the house I could hear the swish of cars along the road.  I could hear the rush of the water on the gutter.  As I listened more and more carefully I believed I could even hear the rain falling on the houses on the other side of the road.  And beneath that, beneath it all, was the low murmuring drum of the whole city awash with rain.  And as I stood there I was drawn into this until I forgot everything and the rain wasn’t falling on the windowpane any longer it was falling into my brain, every raindrop was sizzling on a brain cell.  And as the patterns merged with my brain I had a sense of the most beautiful oneness.

It was almost a religious experience but then to me nearly all the truly great beautiful experiences have elements of the religious.

White
Sublime – thank you John Hull for all the insights and our sympathy to his large family and his many friends.

If you’d like to find out more about the programme or give your views on anything you’ve heard well you can call our actionline for 24 hours from now on 0800 044 044, you can e-mail intouch@bbc.co.uk and you can get more information from our website from where you can also download tonight’s programme.  From me, Peter White, producer Cheryl Gabriel and the team, goodbye.


