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Valerie Lang                  

Yes that’s going round. So it’s the 22nd of July today, and we thought Valerie then we’d talk about, well in particular the influence of age. 

Yes. Well, I began to notice the problems of getting older, really quite young. I was only 42 when I was aware that my falling rate was increasing a bit, but a much bigger problem was the fact that a high percentage of my falls, or the more serious ones, were leading to me going into shock, and I would suffer from shock for up to a day.  The shock may not sound all that bad but, it can be pretty unpleasant; one goes cold, one feels sick, one feels very debilitated, and for someone like me who was holding down a full-time job, if I fell over on the way to work, shock could really render me pretty incapable of working that day. I remember one occasion (I must have been on the way to work) when I was crossing a road, and I tripped and fell over in front of a double decker bus. Now the bus stopped before he touched me but [dog barks and growls] I think that might have been the first occasion when I was aware of going into shock in a big way really. And a friend taught me that if I could take a drink with two tablespoons full of sugar fairly quickly, I could counteract this effect, but it was a nuisance. So the then Spastics Society had the part-time services of a consultant physician Doc, called Dr Agerhome who was a very down-to-earth lady, and I went to see her to see whether there was any medical way of avoiding this shock reaction. And the three things I remember her saying was: the way to avoid shock was to avoid falling over so much, and one felt like saying, ‘Thanks very much,’ but she went on. When I told her that I had fallen off the back of Routemaster buses several times, fortunately without any major breakages, she was herself rather shocked at that, and she said that if I was falling over to that extent, perhaps it would be safer to learn to drive. And this was an idea I just hadn’t considered, but it was well-timed because it was just around the time they had discovered how to put power steering into small cars, so on her advice I learnt to drive. But the other statement I remember her making, and I may have told you this before, she said, ‘Well my dear, you must realise that from here on, it’s downhill all the way’. And I thought, at the age of 42 that was not very encouraging, but it’s a phrase that has echoed for years. However the result was there was no major cure for shock, so I had to look at ways of avoiding falling: and I learnt to drive, as I say, which avoided walking to bus stops and climbing on buses. At around the same sort of time, I developed a phobia of escalators, and I [don’t] know how that happened, because for years I’d gone about on tubes without much difficulty, but one day I was coming up the Holborn escalator which is a particularly long one, and the hand rail was moving more slowly than the stairs, so one got a feeling of being pulled backwards if like one was hanging on to the hand rail rather tightly. So I leant further and further forward, to counteract the feeling, and eventually I leant so far forward that I fell over on the escalator, my head upwards, so I didn’t fall down the stairs but I just had to lie there until the escalator pushed me off at the top (whereupon a young couple picked me up and dusted me off as if they did that every day of the week). It was very kind, but after that I found that I was too frightened to go on escalators by myself. So all of this, the falling and the fear of escalators, I suppose the falling was a physical aspect of not being as agile as I used to be. My fear of escalators was the first phenomenon of beginning to lose my confidence, and I think the two are equally important – it’s not just about physical abilities, it’s also about having the confidence to go out and, if you like, take risks.

And what do you feel was the reason why you were, you know, tending to perhaps fall a little bit more than -

I think I was tiring more easily, probably also hurrying too much because I had a tendency to be late a lot of the time, so I’m told that I hurried more than was sensible. Anyway, so I learnt to drive as one means of cutting down some of the physical risks. I also, a year or two later... hang on... well, quite some time later, I started pushing a shopping trolley around as a means of giving myself stability. I hated the shopping trolley because to me it was something that old ladies pushed around when they went shopping, but these four-wheeled trolleys were really fairly stable, and I found I could make it even more stable by putting a brick or a couple of large telephone directories, in the bottom. I used two telephone directories in a bag for several years till [laughs] the bag was stolen one day. And I’ve often chuckled. I wondered how soon it was before somebody carrying this very heavy bag discovered they’d got away with two extremely out-of-date copies of the London Yellow Pages. [Both laugh.] However, since then, I’ve had a bag with a brick in it and it is enough to give it a decent amount of stability.

So this is one of the sort of small four-wheeled baskets in effect

Yes.

That you... and -

Yes. You push rather than pull.

Right. And useful as well for carrying things, and so...

Oh yes.

... when you, having then learned to drive, what walking around did you then still do?

Well, you can’t take a car to shops, or you can take it to a central area but you’ve then got to park it and go shopping, but this trolley is useful because it folds up and I can stick it behind the passenger seat. And, as I say, I have my brick ballast in a zip bag, so I just take the trolley out and open it out and put my ballast in the bottom of it, and any shopping I buy goes in on top. I’m amazed that nobody has ever asked me what I've got in this zipped bag. I remember walking into a lecture by Nelson Mandela one day, and even there the security officer didn’t ask me what was in it. I’ve often imagined somebody saying, ‘And what have you in your bag madam?’ and when I show them a brick, I’m not quite sure what they’re going to do, but I think I could demonstrate quite easily that I can’t actually throw the brick more than about two feet.  However it’s an image that mildly amuses me, but it’s never happened.

And in terms of, you know, your energy levels, stamina levels, from let’s say your sort of mid-forties and so on, were you noticing any change there at all?

Oh yes, I do. I began to tire more easily. I was appointed to the London Regional Passenger Committee, I suppose, around my mid-forties. I haven’t noted it, the exact date down, but I was really quite chuffed to be invited onto this because although I was representing the view of disabled passengers it was my first generalist committee, if you like. But I only stayed on it for a year because they would have meetings that went on solidly for eight hours, and I just couldn’t maintain concentration. I’m currently on a hospital research ethics committee, and there the central body that organises these things is now talking about having fewer committees, but having them meet for entire days. And if that does happen I shall resign, because I can’t maintain the peak of concentration for an entire day, and I think for a committee like that you have to be paying full attention the whole time.

Is this where the physical effort of getting there and moving around there, and so on at particular locations then, that begins to drain on intellectual resources?

Yes it does, but I think simply maintaining full concentration for long periods, I find I can’t do. I don’t actually think anybody can. I suspect I’m more ready than most people to say, ‘This is just not on,’ but maybe my concentration level is lower than most peoples’. I don’t think so, but certainly I find that after three or maybe four hours, I’ve had enough.

And, you know, given the fact that from your mid-forties and so on you were obviously still working, what kinds of changes then did you notice that you could attribute then to aging, but also perhaps particularly pointing towards the effects of cerebral palsy?

[Pause.] Well as I say, I fell over more often, I reacted more badly in terms of shock, I also hit my head on a number of occasion and had concussion, and in 1983 when I’d be around 44 (I’d just passed my driving test in fact), I fell over and hit my head, and that resulted in a four week long bout of concussion. It lasted four weeks, mainly because I kept thinking I was more or less over it, and I would get up, and halfway through this period I got up one day and fell over in the bedroom, and managed to hit my head going down, and that spun me round and I hit my head on the back as well.  In retrospect, it was almost like something out of Beano. It shouldn’t have been possible, but I really did myself quite a lot of damage, and I ended up in bed for four weeks on that occasion. But I haven’t had concussion for some time, simply because now, if I hit my head, I go to bed and lie very still for at least a day, and I find that decreases any effect there may be, but it’s all part of the same overall process in that I hurt myself more easily. I have to take more precautions. Driving was a precaution, although the effect of that was to vastly increase the places I could go to. Walking with a shopping trolley was another precaution. I got used to that and I stopped hating it, but it was quite a hurdle to cross to convince myself this was a sensible thing to do. I also began to use... in 1981 was the first time I used a Buggy Major (a form of bigger child’s wheelchair) for on holiday, and that increased the amount that I could see if I didn’t have to physically walk everywhere. But these are all things I attribute to aging, but I hadn’t expected this sort of thing to happen in my forties. But perhaps the biggest thing of all was that in 1990 I found I could no longer put my own socks and shoes on. By that time I was wearing trousers almost all the time instead of skirts, so that I didn’t bother with tights under trousers, I wore socks and shoes and I couldn’t any long reach down to put socks on. Shoes one can manage, but socks I couldn’t, and I’m just not prepared to go barefooted all the where. I know there are people who wear sandals all the year round, but I feel the cold rather badly and I needed socks under my shoes, so that meant I either had to ask Social Services to send somebody in to get me dressed or I had to think about having somebody to live in the flat, to do it (in return I offered rent-free accommodation in return). And that was a huge decision, because by that time I’d been living on my own and enjoying my independence for 20 years, and I found my first part time live-in carer in 1990. But as I say, that was a very big decision and one I thought about for a long time before I did it. But not being able to reach one’s feet is a very common thing in older age, but it usually occurs around the age of 75 or 80 – it’s not what you expect to happen at the age of 50.

And what did you attribute this to? Was it, you know, changes in sort of muscle tone or just movement generally?

I think probably it was the hips getting stiffer or my joints generally, I just simply can’t bend down far enough, with two hands, to put on socks, and yet people were very fond of pointing out that you can get sock aids, which work quite well but it means able to put a sock over this aid before you put it to your feet and -

[End of Tape 24, Side A.]

[Side B.]

I just need to clarify, Valerie, what we mean by a sock aid then. It’s a sort of...

Oh, do you know? It’s a piece of curved plastic on the end of a stick, and the idea is that you slide the sock round the curved plastic, and then you put it down to your foot and you slip your foot along the plastic and into the sock, which is fine if to start with you’ve got the dexterity to put a piece of plastic into your sock, but I found that quite difficult to do. 

And did you also, you know, notice in terms of perhaps reaching down for things or reaching up for things, this similar sort of effect?

That has got progressively more difficult. In more recent years I’ve found that I cannot bend down and grip with my hands at the same time, and last year I applied to have a trained assistance dog with me because these dogs are trained to an incredible degree to pick up things or to fetch things. But sadly a few months after I’d applied for such a dog, I realised that my own dog, Sugar, would not be able to cope with a second dog in the house. So, one of the triumphs of this year is I was shown how I might start training Sugar, my own mongrel terrier, and within six weeks I taught her to pick up any small object that I drop – so she now picks up the post in the morning and she picks up keys or letters or anything that I drop, and that really has been quite a thrill. I didn’t entirely expect to be able to train a 10 year old mongrel, but she’s doing it quite happily.

And this was just a few simple words, that?

Yes, well the fully trained dogs know the names of each object but I decided that since I don’t need Sugar to go round the house looking for things that I might have left in another room, I’ve trained her to the single command of, ‘Pick it up,’ and I can apply this to any small object, and it doesn’t seem to matter whether she’s seen it at all. If I get her into the mode of picking up, she’ll apply this one command to any... you know, it’s got to be of a weight that she can pick up. I found she can’t manage a package of research papers, but she can manage letters, and mobile phones, and coat hangers, and keys: all sorts of small objects.

And given the fact that, you know, you walk yourself, to what extent have you noticed perhaps any changes, or have you indeed noticed any changes in the ease with facility that you may have to walk, itself? 

Well I certainly can’t walk the distances I used to walk. About the farthest I now walk, pushing my trolley regularly, is I reckon about a quarter of a mile, maybe slightly less. I go regularly to meet my friend at LSE [the London School of Economics] and we have lunch together and I am still allowed to park in a car park of the Civil Aviation Authority, so it’s something approaching a quarter of a mile between the two. And that’s the farthest I can now attempt, whereas in the old days I know I could manage a couple of miles at a stretch, but I couldn’t contemplate... I doubt whether I’d manage half a mile now, even with a trolley.

This on pavements, of course. And in terms of, you know, other precautions, other modifications, have other things been suggested to you?

Well I have bought a series of pavement scooters. I say ‘a series’ because the first was an impulse buy, a second-hand scooter that turned out to be a great deal older than the salesmen led me to believe, and I then subsequently bought what I thought was a better quality one; certainly a brand new one, about a year later, and that turned out to be not very good quality. And I took it to the top of a long hill one day and at the top its gear teeth disintegrated and I had no means of stopping it, so fortunately I managed to stop by running it on an up slope in somebody’s drive. But that was a terrifying experience, and although the scooter was repaired, I never trusted it again. So I now have my third scooter, which is somewhat better quality, and at least has a brake that can be applied if anything goes wrong. I won’t launch into my usual diatribe, but I think the pavement scooters that are made and sold to elderly and disabled people are not of a very high standard on the whole. I did see one at a recent motor mobility roadshow [background noise of something being dropped] – I saw one made by battery car which did look to me of a higher standard than most of them, but it cost £4,500 and it was designed to go off-road. And while I would love to have it, I’m not really sure that it’s exactly [noise of letterbox] right. [Dog barks. Break in recording.] I was saying, this battery car four-wheeled scooter looked a very desirable object and quite chunky, but it was designed more for off-roading than for pavement use, and I wasn’t quite sure how well it would go down on the Islington pavements. 

And have you noticed, you know, over the years then, particular changes in well the condition of pavements really, in fact?

Yes, they are improving, and there’s nothing like going along on a scooter for realising that they’re not as even as they look at fist sight. And while there are more dropped kerbs, they certainly are not yet universally available and I found. I have discovered that since I’ve used a pavement scooter, I have had to learn a whole new set of routes.

This to go on to wider pavements and this kind of thing?

No, not necessarily wider but I really mean although the scooters are supposed to go up and down kerbs of a maximum of five inches, they tell you, I find that if you drop down kerbs you are liable to have the electrical points disconnect, and you can then be left stranded in the roadway, unable to move. One of my scooters, the second one, used to do that regularly and I got very good at telling young men how to take the cover off and reconnect points for me. This third scooter is more reliable – I don’t think the points have disconnected but it is a danger, so that if I can find a sloped kerb, then I prefer to do that rather than drop down or bump up a kerb.

And different models will have different batteries of course, and - ?

Oh yes, and some have shock absorbers and some don’t, so your neck gets very jarred if there are not shock absorbers. And although the prices of these things vary from about 15 hundred pounds, they go up to five or six thousand pounds. Naturally you have to look at two thousand pounds plus, if you want shock absorbers, so not only are they quite expensive, as I say, I don’t think they’re particularly well-designed or well-made.

And what sort of distances could you expect to go on a fully-charged battery?

Well, I do look for the longer range. The one I’ve got is supposed to do about 15 miles. I’m not sure that it would, but on a new, fully-charged battery you could get about 15, but five or six miles, I think, is a more realistic range.

And in terms of the medical awareness of the ageing effects of cerebral palsy, or the effect of aging on cerebral palsy what has your experience been?

Well, as soon as I discovered [sound of pages turning] that I was ageing a lot sooner than I’d expected, I began to urge the then Spastics Society, now Scope, to look at this as an issue. And it did, in the late eighties I think, a pilot survey of about 20 of us and the pilot did indicate that I was not alone in finding problems a lot sooner than expected. It seems to affect a lot of us. I think, to put it in lay terms because I’m not a medic, I think we are forcing our bodies and our muscles to do things in unorthodox ways, and I have used a lot of tension, deliberately, to control my athetoid movement. So, over the years, I’ve increased my spasticity, in an attempt to decrease the excess movement that I had as a young child, and I think the wear and tear on the body with cerebral palsy is just a lot greater than normal. We tend to use a lot more effort to do things and I think the body simply wears out more quickly. As I say, the Society did a pilot survey and I was hoping it would go on to do more work but, it then ran into its first serious financial constraints, so the ageing work got dropped for many years. Scope has now begun to pick it up again. Every AGM [Annual General Meeting] and every National Forum I go to, I point out that although the work with children and young people is very important, those of us who are older are forming a bigger and bigger group, and we need help in our own right. But although the staff now know what I’m going to say whenever I stick my hand up (and I think there’s a sort of inward groan), it has taken me a long time to begin to get the problems of ageing onto the Scope agenda. I think it is beginning to be considered, but it’s an organisation with many more things to do than it has money to service these things, so I can understand, at one level, why the older population have not come first but as I say, I think the older people with cerebral palsy, now that we are living more or less normal life spans as with the general population, it’s a growing number with growing problems. I suspect that I’m doing fairly well, still to be walking in my mid-sixties, particularly as three years ago I fell over and broke an ankle. And as I lay on a stretcher in University College Hospital, I was terrified that people would look at my age, and look at my cerebral palsy, and assume that I was of an age to live in a wheelchair for the rest of my life, and I knew that if I became chair-bound I would probably have to give up this particular house, which I didn’t want to do. I mean, at the very least, if I was chair-bound here I would have to have one wheelchair upstairs and one wheelchair downstairs. I do have a chair, a stair lift to go up the stairs, but it wouldn’t take a chair and because I don’t think I would be able for a minute to use a manual wheelchair, they would have to be electrical wheelchairs, and frankly this London town house is not big enough to have two electric wheelchairs cluttering it up. So I knew that if I didn’t learn to walk again, my whole lifestyle would have to change. So I lay on that stretcher, saying to everyone who came to speak to me, no matter what they were, I said, ‘You’ve got to get me walking again,’ and fortunately, they took notice, and they had me up on a Zimmer frame within about four days of me having an operation to put a plate in my ankle. But learning to walk after that was pretty difficult. I did it within, I think, 11 weeks and two months later I fell over again. I fell over the arm of the chair you’re sitting in, and I broke the arm of the chair and I broke two ribs, so that year was painful, difficult. It seriously undermined my self-confidence, and it took me about two years to fully regain my confidence again, but it did come back but that is what falling can do.

And when you broke your ankle did you have to spend some time as well with a plaster of paris cast?

Yes. Yes. I think that was about seven weeks. But UCH (University College Hospital) was very good; I can’t speak too highly of it. When I was in outpatients, going to the clinics, that was a rather different matter, but when I was an inpatient I had been hearing horror stories for several years of how disabled friends of mine had not been listened to, and not got the treatment they needed in hospital, and I therefore was fairly vocal. I told the medics whatever I thought I needed and to my amazement and great gratitude, I got whatever I needed. When I couldn’t balance myself enough to sit up and eat a meal, somebody was prepared to feed me. When my muscles began to go into spasm and fight with the plaster cast, I asked for muscle relaxants, and I got them, and walking on the gutter frame I discovered I had broken the ankle of my dominant leg. I didn’t know I had a dominant leg, but I found I just could not manage the weight there on my left leg and keep my right leg off the ground, so I said to the doctor, I was very sorry but I would just have to have a – 

[End of recording.]
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