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White
Good evening.  Tonight:  As much of the UK is still clearing up after recent flooding a story from New York of a newly blind woman who's now coping with the loss of her home, her equipment and her plans for coping with her retirement.

Clip
We left the house and then the big surge was about one a.m. and that was an eight foot surge.  It broke my windows and my doors and just pushed all my furnishings - my kitchens, everything - out into the yard.

White
More of Kathleen Shouldis' story later in the programme.  Also at your request more tips for coping with money matters.  But first:  In Touch listeners the RNIB needs your help to improve the treatment offered to people with a range of eye conditions.  If you've recently received treatment either for cataracts or the wet form of Age Related Macular Disease they would like to hear from you.  Their health policy campaigns manager, Clara Eaglen, explained what they're doing.

Eaglen
We're undertaking two pieces of research, one on cataract and one on Wet AMD and we're hoping to look at how these conditions are being treated at the moment, where the problems are that we can hopefully help solve and also where there's good practice that can be spread.  And in particular we're looking for a hundred people with cataract, a hundred people with Wet AMD and a hundred carers of people with Wet AMD - and when we say carers this can be people who accompany them to appointments, so accompany their loved ones, or help them out with their day-to-day tasks.

White
And how recently do they need to have been treated?

Eaglen
Within the last three years would be ideal.

White
So if we can take them one at a time.  What are the issues surrounding Age Related Macular Disease, I mean we've featured on In Touch the worry that sometimes there are gaps which are too long between injections of Lucentis, is that the kind of thing you're interested in?

Eaglen
Absolutely, we want to hear about people's experience from the moment they get diagnosed right through treatment and as you've said we're aware of problems first of all with late diagnosis, being sent to the wrong type of clinics, having lots of time having to wait around in the clinic for an injection and then really delayed appointments between injections.

White
What about cataracts because again thinking of what we've featured on In Touch we've certainly heard from people who think that they've been kept waiting or are told even that they don't need surgery yet?

Eaglen
Indeed, we've actually already done some research and found that over half of the PCTs in England are restricting cataract surgery in an unfair way.  So I'm sure many people will realise with cataract it's not just how far you can read down on an eye chart, which is what a lot of these restrictions are about, it's in terms of glare - that's a real problem for people with cataract, it's actually the contrast that causes the problem - and we feel that people aren't really getting diagnosed and referred properly.  So we really want to try and get to the bottom of this and talk to patients and carers and find out really what's going on, both in cataract and the same with Wet AMD.

White
Now given that these are urgent problems for those who are currently suffering from them, I mean how long will it take to get results from this research?

Eaglen
Well this research we're hoping there will be two reports and they'll both be published in early 2013 and RNIB will use the information to help campaign to make services better.  So you're right that the results won't be immediate however we do have, first of all, an emotional support line at RNIB to help people and a medical information line that people can call up and find out more in terms of how they can get help for their condition straightaway.

White
Will this information be confidential, I mean will people have to give their names?

Eaglen
Not at all, no, first of all they will give their information in confidence, so we won't be revealing anything, it's completely anonymous, again we just want to hear about their experiences.  In terms of the actual reports they'll be available to the public, no names in them, but we will certainly be showing what's going on across the country.

White
Right.  And if people want to help what should they do?

Eaglen
They should call RNIB, we've got some information on our hotline or they can call us by phone.

White
Clara Eaglen.

And that number to call during office hours is 020 7 3912123.  And you can get more information about the campaigns and how to make contact with the team towards the end of the programme.

Now thanks for the appreciative comments about last week's programme on keeping control of your finances but some of your contributions had a little sting in the tail - why didn't we mention equipment to help signing cheques and what about online banking.  Well in our defence we didn't forget time beat us but we've brought back Diane Roworth and visually impaired bank manager David Clarke to deal with this and other things, starting with David on how he manages his account online.

Clarke
There are certain things that can at first glance look difficult.  For example, where you have a transaction on a statement that's on the same line as the total balance for the day it can often take some deciphering to conclude which is the amount going out of the account for the item or the general balance.  However, most of these websites offer the ability to download the statement in a format you're comfortable with.  But what are the key things when you're losing your sight to think about?  With the way things are changing in the world computer skills are perhaps one of the first to look at because whilst it's a personal preference of mine - and I freely admit that - it does open a huge world of independence if you can just crack that but I don't underestimate how difficult it can be.

White
That perhaps brings us to ATMs which require a pin number and for most of us a good memory.  David, we've recently done an item about talking ATMs but they are by no means widely available are they, do you use them yourself?

Clarke
Well I have used them myself in the past but I'm a bit lazier actually and what I do is remember the sequence and so by doing that I'm able to quickly transact without having to get my phone out or having to plug an earphone in.  I have to say though I am found out when they refurbish the machines...

White
I was going to say don't they change that sequence from time to time?

Clarke
Well I walk up to the ATM and I press lots and buttons just to find that's nothing's happening and I do what most blind people do I think in my situation with an ATM when it starts to go wrong and you press the escape button, pull your card out and run away.

White
But what you're saying, to make sure I've got this right, you remember the sequence and you get used to the amount of time it takes before it's activated because there are visual signs going up of course which say move... but you do it by, as it were, timing and memory?

Clarke
I do, I do it timing and memory but you know that's not a satisfactory solution...

White
No, that's not something to do in the first six months of sight loss.

Clarke
Absolutely not, I mean I was taking money out of the wall in the late '80s I suppose when that was the choice I had - I either did that or I did nothing.  We must have a better solution these days and I think, as you mentioned from the programme you did, those solutions are on the way but there is a huge ATM estate right across the UK and every time they get replenished I think we have to hope that they get replaced with an accessible one.

White
And what do you say about security - that's the worry about using an ATM - how safe am I, who's looking over my shoulder, all that sort of thing?

Clarke
Absolutely, you really do have to be careful.  As we spoke about when you're handling notes in public and the potential for dropping them or whatever I think anytime you're around an ATM you need to be absolutely concentrated on what's going on around you.  I think it's just a general awareness to be very, very secure about the entry of your pin number and obviously the receipt of the cash and making sure that you know precisely where the card's going to come out and where the cash is going to come out and be very, very quick and secure with your actions when you take that money out and make sure you put it away somewhere safely.  Anything that involves you hanging around with money or a card could leave you open to security issues.  And I think it's true for anybody using an ATM and I think it's particularly true for a blind person who can't necessarily see as you say someone hovering behind or whatever.

White
Do you use ATMs Diane?

Roworth
I do yes, I am particularly lucky in that I've got enough sight to be able to use ATMs but I do know that some are much better than others to use, so in other words the screen is bigger, the definition on screen is much better and easier to read.  One of the difficulties I do have is when it's dark and I can't see the keypad clearly, so I do have a little tiny key ring light in my bag that is really, really useful for that and when I've left it at home I've just found it really - I can't use the ATMs, I've had to give up and go away.  But a couple of other suggestions would be ask a member of staff at the bank to go through using the ATM with you if you're finding it difficult and your sight's going and you want that extra bit of support.  And try using ATMs inside the branch if you want to practise a bit and get a bit more comfortable before you have to do it outside, so that gives yourself a bit more time to familiarise rather than just going cold into using the ones in the street.

Clarke
I think that's really, really sound advice actually.  Sometimes you get the impression that the banks are going out of their way to make it difficult believe me the people on the ground and the people planning these things really do want them to work.  And I would always encourage you to go and talk to somebody and ask for help because we certainly don't want to be causing a problem, we want people to be able to use them, we want them to be able to use them safely and have access to cash like anyone else.

White
David Clarke and Diane Roworth.  And I'm sure there are still things that we've left out - details of how to let us know about those are at the end of the programme.

Now Kathleen Shouldis thought she'd had a pretty tough year - she suffers from Macular Disease and after a slight stroke last year lost almost all of her remaining sight.  She'd also lost a son whilst still recovering from the death of her husband.  Where Kathleen lives predictions of flooding were a fairly regular occurrence, surely nothing else could happen to her now.  But on a visit to New York last week I discovered how cruelly wrong that assumption was.

Actuality - announcement

It's a cold crisp morning here on Staten Island and the sea is flat calm.  Hard to imagine that just a month ago Hurricane Sandy ripped along this southernmost tip of New York costing lives and causing billions of pounds worth of damage.  It was no respecter of persons, one of its victims was visually impaired Kathleen Shouldis who lost not only her home but all the equipment which over recent years has helped her cope with her failing eyesight.  It has turned her life upside down.

Shouldis
We left the house and then the big surge was about one a.m. and that was an eight foot surge.  It broke my windows and my doors and just pushed all my furnishings - my kitchens, everything - out into the yard as well as other people's furniture came floating into my yard.  My son-in-law was there actually, he stayed not knowing what to anticipate, so he had to keep moving upstairs into the - almost to the attic and frightened to death, you know.  But he did get rescued, the police came down and - with a boat - and were able to bring him out.  

White
What was the extent of the damage Kathleen?

Shouldis
I lost my entire first floor and the addition also which included my daughter's kitchen, living room, dining room - so the whole first floor, plus outside and my garage, like eight feet of water came through the house.

We were on the far end of Staten Island, so we're surrounded by water.  We have the bay and the ocean and the water came from both directions and an eight foot surge came over that area.  I always loved living near the water because it was so serene and I would walk down - of course being very familiar with the area - I would walk down and see the birds and I liked living there, I've lived there 40 years, I raised my children there, I still love it there and we put too much money into it to just walk away from it.

White
And you said you were familiar with those - you were used to getting those kind of warnings?

Shouldis
I was, 40 years of high tide, full moon, nor'easters and I would get some water in the yard, which I have a pump in the basement and it was absolutely fine.  I was never afraid.

White
And you'd just finished the work on it for your daughter to move in.

Shouldis
Yes, we had taken out a home equity loan and we were one week away - she had just gotten her appliances delivered - her refrigerator, all the furnishings - and that's when this happened.  So you know it's devastating to be uprooted, to have all our - all our plans - sorry - everything lost.  So now we're waiting to see about funds to rebuild because we invested all that money into doing it, so to rebuild is like the only option.  So like I said she's uprooted, we're both homeless, I'm living here, she's - someone was kind enough to rent her an apartment for her and her family.  But I'm stuck here, I can't drive, I can't shop but kindness - people are so kind.

White
But really you've had your whole life turned upside down.

Shouldis
Exactly, exactly.  So I lost, of course, my desk with all my CCTV, all my - all my aids, everything - my magnifiers, my clock, my watch - everything that we were able to purchase from the Lighthouse.

White
So you had a talking watch and a talking clock did you?

Shouldis
Yes, yes.

White
Now, I mean as well as everything else, as you say, you're having to cope now in unfamiliar circumstances.

Shouldis
Yes, well I've always been very independent, so this whole thing is just being at everybody's beck and call, I have to wait for somebody to say that they could help me.  I received a wound on my leg - very bad - and it has to be treated, so I have to ask people to help me and everything from being a very independent person to being the one that's asking for everything is very upsetting.

White
What about things like shopping because presumably you knew the area that you lived in quite well?

Shouldis
Yes, well that's changed too because I'm not there anymore.  So I have to go into unfamiliar stores which is very difficult.  In my old stores I would know which aisle was dairy, which aisle was produce and I could get into that area and then with help, I have somebody come with me of course, but this is completely different because the stores are unfamiliar.  The layout of the store is foreign to me, so I have difficulty.

White
Will your insurance cover some of this?

Shouldis
No they - I have homeowners' insurance and I've paid for 40 years but they don't cover water and this being like a hurricane they have nothing to do with that, they told me straight out there would be no funds.  And then I have flood insurance which does not include the contents of the house, it includes some things - I still have not heard from them, the adjuster came looked over the property and said that they will try to get the claim processed.  And then there's federal aid and they supplied some money toward housing right now.  And I don't know if they'll be able to give us anything toward rebuilding.  I'm hoping on my flood insurance, I have all my hopes in that they will come through with some money so that we can rebuild and then resume our life together.

White
Do you think you can fight back from this?

Shouldis
I am a fighter, as my husband was - he suffered with cancer for five years - and I got such strength from him and I have too much good in my life to just give up.  Sometimes I will say - I'll wake up in the morning and I'll go oh this has all happened, how can I recover but I am a fighter and my husband taught me that when I saw him going through what he went through.  So it could be worse, I keep telling myself it could be worse and then something else happens and it comes true, it's worse but I am going to survive, I have too much faith and hope that I will survive this.

White
Kathleen Shouldis, very dignified woman.  And a shred of good news for Kathleen now - she has received a second hand close circuit TV system and a talking watch.  The house may take a little longer.

As always we welcome your views and suggestions about the programme.  You can e-mail intouch@bbc.co.uk; you can call our actionline at 0800 044 044 for 24 hours after this programme and there'll be a free download of In Touch from tomorrow.  From me, Peter White, producer Cheryl Gabriel and the team, goodbye.


