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White
A change of heart from NHS England which is good news for at least one eight year old.  But sight saving charities say the problem is only half solved.  And Georgie takes to the stage to dramatise the year during which she became totally blind.

Clip
My mum is helping me have a bath.  It’s weird.  In fact this is tragic – she hasn’t seen me naked in years, I am mortified.

White
More from Georgie Morrell later in the programme.

But first, NHS England has reversed a decision which means that children suffering from a particular form of the eye condition uveitis can be prescribed the drug Humira in England.  It was already available in Scotland.  It’s acknowledged that the condition, caused by infection, can lead to sight threatening diseases, such as glaucoma, macular disease and cataracts.  But last July NHS England decided there wasn’t enough evidence to show that expensive drug Humira was effective for children who had responded badly to the more conventional treatment of steroids.  

But after a vigorous campaign by the RNIB and other charities, including a threat of legal action, the decision to approve the drug has been taken – good news for Rebecca Salter and her son Riley.

Salter
Well it’s fantastic, I can’t tell you how relieved I am, it’s just brilliant news.

White
And how soon will Riley actually be able to have access to Humira?

Salter
In Riley’s particular case first of all we’ve got to wean him off the steroids and if at that point he has another serious uveitis attack his consultants will be able to apply for Humira.  But what I’m so relieved about is that we can actually start reducing his steroids now.

White
Because what effect were the steroids having or what effect were you afraid they were having?

Salter
Well he’s already got a cataract in one eye, he’s lost sight in his other eye and the last thing I want to happen is the cataract in his only full seeing eye to grow.  So if we can stop the steroids it then means that hopefully the cataract won’t get any bigger and he won’t suffer from complications of things like glaucoma later on.

White
And how confident are you that Humira will work?

Salter
I’m as confident as I can be.  It has been seen to be overwhelmingly successful but it doesn’t always work for children, I don’t think you can say any drug works 100% all the time.  And I think that’s why it’s also important that everybody keeps working towards getting another uveitis drug approved which is Remicade because while NHS England have said yes to Humira they’ve still not made a decision regarding Remicade.

White
Now this was having quite an effect on the whole family, wasn’t it, you were contemplating having to move maybe to Scotland, can that now be put on hold?

Salter
Yeah, I can’t tell you how awful it’s been just not knowing and the mere fact that NHS England have now said yes to this, it’s just – I can’t say what a relief it is and I can’t thank all the consultants – how hard they’ve worked submitting data and information to NHS England and to all the charities who’ve lobbied hard, it’s just such a relief.

White
And what about Riley?  I guess a lot of this is going over his head is it?

Salter
Yeah it is going over his head.  It really is.  But really great to have good news because so often in these kind of situations you never get good news, so it’s just brilliant to have this bit of good news.

White
Rebecca Salter.

Well leading the opposition to that July decision was Dr Maria Dawson, who’s in charge of RNIB’s eye health campaigns.  She welcomed the latest decision but pointed out there was still a long way to go.

Dawson
NHS England did not recommend Remicade for children with severe refractory uveitis and Remicade is the other treatment for this condition.  So as such there is still an unmet need for children who need it because it’s possible they could be intolerant or unresponsive to Humira.

White
And what about adults?

Dawson
So in terms of the adult situation the decision from July still stands, which means NHS England will not provide Humira or Remicade routinely for adults.  Sadly my understanding is that NHS England will only re-evaluate this matter next year.  So in the meanwhile adults will unnecessarily go blind as they will not have a treatment option.

White
Now NHS England tell us these are difficult decisions, they say they have to have good evidence for these decisions and that expert groups will reconsider policies on uveitis based on clinical trial results, which they expect will become available shortly.  Isn’t there some cause for optimism there?

Dawson
Yes but we need timeframes – when will they make that decision.

White
You were contemplating legal action in the case of Humira for children, are you still thinking of going down that route for the use of Remicade say and for treatment for adults?

Dawson
Well if the decision is not favourable for adults or children who require Remicade then we will need to consider all of that evidence and potentially seek legal advice.

White
I mean as we said before the demands on the health service are very high and isn’t NHS England right to say that it really does have to be certain of the effectiveness of these drugs?  So they’ve looked at the children’s one that you wanted them to look at but surely there are probably differences in each of these cases aren’t there?

Dawson
Well the treatment is effective, however, what we have to remember is that Scotland routinely provide Humira and Remicade for both children and adults.  So obviously it has been evaluated for safety and effectiveness.

White
Dr Maria Dawson.

Now there’s been a lively debate since our interview a couple of weeks ago about the RNIB Talking Book Service which celebrated its 80th birthday by announcing that it had ended subscriptions to the service and that it was now completely free.  Many people simply welcomed the news and said how much they appreciated the service.  Others pointed out that as many people had had their subscriptions paid by local authorities this was better news for councils than it was for individual blind people and still more complained about the difficulties of managing their library membership online.  Well we’ve picked two reactions to represent the range of thought.  First, Carole Gausden from Manchester who told us why she’d stopped using the service many years ago.

Gausden
The reason I stopped using the RNIB library, it was not the cost of the books, had it been a good service I would have stuck with it but it wasn’t and the fact that they went on to a system that they said you had to have a very expensive player for, which wasn’t true but I just felt that they weren’t providing the service I wanted.  And I persevered with the old cassettes on those horrible old great huge machines because there was no alternative but by the time they changed to Daisy there were alternatives and I didn’t feel Daisy actually gave me what I wanted, I didn’t get enough books and they wanted me to buy a very expensive player or rent a very expensive player to play them on.  I didn’t, at that stage, know that they would play on an ordinary CD disc player with an MP3 facility.

White
For the uninitiated, by the way, Daisy is a digital method of navigating a book quickly.  

But Sean Randall from Worcester, who’s part of an online Talking Book users’ forum, put forward the view that even before the decision to become free the Talking Book Library had been good value for money.

Randall
My thinking with the RNIB offering was when it cost £50 per year that was excellent value for money.  We always knew, as members, that they were subsidised, the cost to the members was subsidised quite heavily, it’s very expensive to produce talking books, and I felt certainly that what I was paying for was very reasonable when compared to the mainstream market.  I think visually impaired people although on average they’re less well-off they also get state benefits, they get Disability Living Allowance or Personal Independence Payments, monies paid to blind and partially sighted people to help cover the extra cost incurred from living with a disability and to my mind that is what Talking Books and indeed accessible materials in general are.  You’re talking a very, very small amount for what is to many people a life changing experience – books and Talking Books are something that change people’s lives and they love their reading.  And I think to ask anybody to pay a certain amount of money to that per year, which is a very low amount of money, is quite reasonable.

White
Sean Randall.

Now tomorrow A Poke in the Eye takes to the stage.  It’s both the name of Georgie Morrell’s theatre company and her play, which charts the year in her life when she completely lost her sight.  She came into the studio the other day to tell me about it but first let’s listen in to rehearsals.

Rehearsal clip
So tomorrow’s a big night but there’s two sections that I just want to go over which is the bath section and the section with your brother as well, the spider section.

Yep.

Can we just go from “my mum was helping me have a bath”?

Fantastic yeah.  My mum’s helping me have a bath.  This is weird, actually this is tragic…

Morrell
A Poke in the Eye – it’s a show about me losing my sight, a period in my life, I’m partially sighted.  It is a one woman show, so it is just me on stage for 50 minutes.  There’s music, we have voiceover as well.  It’s simply me sat on a stool and then we’ve used a bit of projection on the back to split it into acts and things.  And it is a comedy and it is to not be glib about a time in my life but to make light of it and use comedy as a way to present that to an audience.

White
You’ve been partially sighted from birth but were you totally blind in this period?

Morrell
I was totally blind yeah for the best part of a year.  Each surgery my vision would change slightly.

White
Was it sudden?

Morrell
Yes, when I was 21 it wasn’t like someone flicked the lights out, it was over a couple of days, like somebody was drawing the curtains very slowly.

White
That’s worse isn’t it?

Morrell
Is a bit, is a bit.  

White
There are things which are going to ring a lot of bells for people here, even though yours was a temporary experience and I suppose the people it will ring most bells for are perhaps people who are newly blind.  One of the things you talk about is this tendency of people to return you to babyhood.

Morrell
Yeah.  People have the best intentions, they want to do the best by you and sometimes actually it just comes across a bit patronising.  There’s no handbook to deal with these situations so people do their best.

White
You react in the show with some anger as well.

Morrell
Absolutely, yeah, you can’t not.

Rehearsal clip
Great.  And just really quickly can we just have a look at the transition from the section before into this because I love this idea that the first line – My mum’s helping me have a bath – for anyone else that is a very, very strange situation to be in unless you’re under the age of five.  And we see here – so just that initial shock the audience might experience.  Give that a try.

Okay cool.  Let’s go.  

My mum is helping me have a bath.  It’s weird, in fact this is tragic.  She’s surprisingly comfortable in the situation, chatty even.  She hasn’t seen me naked in years, I am mortified.  She tells me to hold the flannel over my eyes, so I don’t get any water in it – yeah ‘cos that’s going to make a difference.  I’m 21 years old – I’m 21 years old being bathed by my mother.

White
This had happened to you out of the blue?

Morrell
Yes, it was completely unexpected.  I only had the right eye at this point and it was – doing perfectly well, very reliant on eye drops, contact lenses, glasses and we didn’t see it coming at all.

White
And did you think it might be permanent?

Morrell
Absolutely, none of the wonderful consultants I had none of them could assure me that I would get my sight back.

White
So given that it is quite a funny show and it’s got a lot of funny lines in it I guess that wasn’t necessarily the way you were feeling at the time.

Morrell
Absolutely not, I got very depressed at the time, it took me months to adapt and then got my sight back and then had to readapt to seeing again.

White
You talked about how frightening it was and you were talking really about sounds as much as any – which is quite surprising because you’d expect that the sounds in a way would be reassuring, where you’d get your information, but you talk about sounds being incredibly loud.

Morrell
If I was in a noisy room or the telly was too loud I would back away from it or try and leave the room, I didn’t like it.  I think it was because initially I couldn’t register what the sound was coming from, I couldn’t identify it, and it took me a while to get used to that, so I avoided public spaces for quite a while.  Within the confines of my parents’ house I was okay but getting out on my own we didn’t get that far, having aids and a guide dog – it didn’t get to that point.

White
There are just loads of things that you find yourself having to do for the first time I guess, things that you would have thought in the past were completely sort of normal run of the mill things.  You talk in the play, for example, about making a sandwich.

Rehearsal clip
The grater is above the cutlery draw but quite high, so I have to go slow.  I reach up and gently feel for it.  Got it.  I’m grating the cheese, but getting carried away, bit cocky even, ahh catch my finger, I hate that.  It’s okay, that’s probably enough cheese anyway.  Knife into Mayo, just going to have to go with this one – too much, too little? – we’ll just have to suck it and see.  Bread on top, cut along the middle and it’s a sandwich.  My victory sandwich.  I’m sure there is blood on it from cutting my finger and way too much Mayo but that’s okay because I’ve done something for myself.

Morrell
Yeah so epic fail and then give it another go.  And that’s really what I want people to come away with from the play is yeah you’ve got to – you fail and then you know try again.

White
Did you talk to any blind people at this period?

Morrell
God I didn’t talk to a lot of people in the first couple of months, I was in a bit of shock, so no I didn’t and I wasn’t offered any advice at the time or counselling, which is something I wish I’d actively looked into. 

White
What sort of thing might have helped that you didn’t really get?

Morrell
I mean my consultants were terrific, I can’t fault the healthcare that I got but I wasn’t offered – I believe there’s sight loss counsellors now – or any sort of therapy to help me adjust emotionally and also practically as well.

White
People talk about the fear of blindness but not many people actually can imagine it.  You’ve had the experience, do you worry it might recur?

Morrell
Absolutely.  The condition I have is ongoing, they’ve done some terrific surgery on my eye and it is doing very well at the moment but for most people they say one of their biggest fears is to lose their sight but having lost it it’s now actually a very real fear that can happen again.  However, I did adapt, it wasn’t the end of the world but it is something that’s always at the back of my mind. 

White
Did you get to the point where you were actually deliberately trying things – got out there again while you were still blind?

Morrell
Oh yeah I did make a couple of attempts.  I had some very good friends who would take me to the pub but it was hard work and it was hard work for them as well to adjust to having me there as well in a completely different capacity.  But I wasn’t going to give up on those sort of things, that was the life I was leading and I still wanted to do those – that was me.

White
There are – you know there are blind people who are out there doing all sorts of things.

Morrell
Absolutely.

White
Leading a full life.  Had you thought about how can I get to that point?

Morrell
Yeah.  The best way we went about it was somebody being with me, going out to places and getting used to the noises and how I could physically do it if on my own.  But I was determined, I still wanted to carry on doing things.

White
Did you date while you were blind?

Morrell
I didn’t, no.  I don’t think I dated ages actually till afterwards.

White
How would you sum that year up and how do you think your show sums that year up?

Morrell
It doesn’t sound like it should be a positive time in somebody’s life and of course it wasn’t necessarily but it’s taking the negative and turning it into a positive.  Actually what did I learn from it?  I grew up a hell of a lot in that year, it changed my perspective on a lot of things and helped me decide the person I wanted to be and what I wanted to do.

White
Do you worry at all that people who are blind will think – did it for a year what right has she got to kind of pontificate on what it’s like and what’s it about?

Morrell
Absolutely, I’m just telling my perspective, that was my period of blindness, there’s every chance it could reoccur and I’m still carrying on as a partially sighted young woman and they can say what they like, it’s my show.

White
Georgie Morrell’s one woman show is on stage at the Canal Café in West London from tomorrow until Saturday.  And George’s also hoping to take it elsewhere, including the Edinburgh Festival.  Reactions wanted, as always, but more than that we’d particularly like to hear from people who’ve lost some or all of their eyesight over the past 10 years.  Our regular feature Blindness for Beginners usually invites experts, i.e. people who’ve been blind or partially sighted for a long time, to look at one aspect of coping with partial sight or blindness and give some tips.  But in the programme we’re planning we want to hear from people whose experience is relatively recent and we’d love them to compare notes – what helped, what didn’t and what you’d like to pass on.  You can contact our actionline for 24 hours after the programme, that number is 0800 044 044 or you can email intouch@bbc.co.uk.  And we’d really like to hear from you.  If you’re able to go to our website you’ll find more information about everything in tonight’s programme and you can also download tonight’s programme and arrange to get future editions.

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


