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Tape 9                                                                                                           Judy Smart

F: Which one?

Interviewer: Oh.  This is Judy Smart.  13th January, 2005.  We left off last week with you having just got your degree, and you were staying, you were allowed to stay on in the student flat.    

Yes.

So what happened next?

I stayed on in the flat till October, until the new year came in.  By that time, I had been offered a flat in St Albans by the housing authority.  It was specially adapted for disabled people, and it was in a block of twelve flats, and I was in this one flat that was adapted for me.

So all the other flats weren’t adapted: it was just this one?

No, just this one.

And what age were you at this point?

Forty-ish.

And what was this new flat like?

Terrible.  It was a one-bedroom flat, and the front door had a ramp.  It was so steep, that I couldn’t get up it in my wheelchair.  Because of the bad design, it was at an angle, and every time I got near the front door, to unlock it, I would slip sideways, down the ramp.  [F. laughs.]  When you got inside, it was a narrow hallway, with cupboards on one side of it.  The kitchen was a low-level kitchen, but on the work-top was a hot-plate unit, right in the middle of the work-top, and there was a built-in oven and fridge.  The fridge was within my reach, and that was all right, but I didn’t use the 

oven anyway, because I had a microwave on the worktop, but with this hotplate in the middle of the work surface, I was unable to eat my meals in the kitchen.  And there was a very large bathroom, with a bath in it, which was very high, a toilet, and a pedestal sink.  My bedroom was about the size of a box room, but the window sills came up to my forehead, so it wasn’t very well designed, because the architect who had designed it, was six foot tall [F. laughs], and he said, he sat on the chair and could see quite clearly out of the window, which was ridiculous, because not many disabled people are over six foot tall.  The lounge was a fair size, but again, the windows were at the same level, but at that time, I could stand up a bit and look out onto the playing fields.  My mother kept coming to stay with me, and her stays got longer and longer, so I bought a sofa bed for the lounge, but she took over, and took away my independence.  She didn’t do it consciously, it was just a natural habit.   The flat was in a back road in St Albans, so we had to get taxis everywhere.

Did you have to pay for those yourself?

Yes, but I had a taxi person that used to take me backwards and forwards, to University, and he was very good, and he didn’t charge me over the odds.

So you were still going to University at this point.

Not then, but then I got so I missed the University so much, I decided I’d go back and do an M.A., one day a week, so he took me to and fro.

What was the M.A. in?

Social policy.  It was one year, and it was very intense, but we all got through it.

So you did the five years with  your degree, and then one year to do the M.A.  So what was the difference between stepping up from the B.A. to the M.A?

Well, it was more pressure than I was used to, and because it was one day a week, it was all crammed in to one day, but we enjoyed it.  I enjoyed the company, but we didn’t like the subject very much.

So what was it like, having to have your own place to stay in?  As well, I suppose you had that with the flat in the student [?], but was it different studying, say, with your mother around?

Well, not really.  She’d leave me alone in my bedroom, because I had my desk in my bedroom, and my computer, so that I could be separate from the lounge.

So, earlier, you were saying that your mother sort of took away your independence: can you sort of describe in what way she did that?

She did all the cooking and cleaning, although we did have a home, help twice a week.  At first, I enjoyed it, but then, I began to realise that she was robbing me of my independence, but I didn’t say anything to her.

Why do you think she did that?

Habit.  She didn’t like to see me struggle.  My mother told a white lie again about the ramp outside the door, so they changed it, and flattened it out a bit.

So what was the white lie?

That I fell out of my chair, and broke my wrist.

And didn’t they check that you had broken your wrist?

No.  

I mean, were you worried, though, seriously about the ramp: I  mean, could it have happened? 
Yes, it was a forty-five degree angle.

I mean, going back to the architect: presumably, he wasn’t disabled?

No, he wasn’t.  I met him at the opening.

F. You’ve got pictures of that, haven’t you?

Yes.

So you got your M.A: what happened after that?

My mother stayed longer and longer with me, so in the end, we thought we’d buy a place in Harpenden, together.  She sold her bungalow in Banbury quite quickly, because she didn’t have any friends or anything left, only her brother, and he didn’t really bother much about us, and she kept falling over in the bungalow, which worried me.

So, I mean, how did you feel about the prospect of living with your mother?

I was pleased in a way, because [rustling noise] it meant I could get back to Harpenden, where my friends were, but it wasn’t easy to find a ground-floor flat in Harpenden.  We looked at several: most of them were upstairs.  The estate agents didn’t grasp the idea that I was in a wheelchair, and needed level access.  ‘Level access’ meant going up three steps to a ground floor flat, to them.   

I mean, so how many places did you see, and how many were ...

My mother went to about six, six times to view places, by taxi, and then one day, one evening, I was looking at the local paper, and I saw a flat advertised, with a thirty-foot lounge.  We couldn’t believe it would be that long a lounge, so we rang up the agent the next day, with curiosity, and checked that that was correct.  He said it was, and we came over to view it, with Mike, who is a friend of mine.  As soon as I got in here, 

I knew it was what I wanted, and my mother could see it in my face.

Sorry, to be clear: you’re talking about this flat?

F:  Yeah this flat.

[Someone else speaking: inaudible.]

F:  Yeah, they put the partition up for another bedroom.

My friend, Mike, built a partition in the lounge, so that I could have a bed sitting room, and my mother could have the bedroom.

Right, so, we’re in the living room now: the door through here is your bed sitting room, is it?  

Yes.

So there is a bedroom off the hall in there, is there?  Oh, I see.

F:  It’s now the work room, i’n’t?

Right.  So you found a place.

Yes.  It was a very reasonable price, considering the area and all the curtains and carpets were included in the price.  So we lived here together, and then in the next year, I didn’t move in here, until after I graduated.

So what year would that be?

My M.A.  1993.  

So  what was it like, when you moved in?

It was very good.  I could get out on my own to the shops, and I had all my friends again.   And then, the next year, I won a prize for Disabled Person of the Year in the County.

So how did you win that?

I don’t know.  Someone put my name forward, and I didn’t even know anything about it, till I got the letter.  

Do you know who nominated you?

No.

And who ran the Award?

Hertfordshire Action for the Disabled: HAD.

What was the prize?

£1,000 cheque.

So what did you do with that?

So I put it to good use.  I had the kitchen re-designed and lowered, to my level. 

When you came here, what other adaptations did you have to make to the flat?

None, except the kitchen.   The kitchen was standing height.

So, who was living here before?

It was rented out to a man, a businessman.   

O.K., so maybe we’ll talk a little bit more now, if you can, about  [tape ran out]

Side B 
... talking about living in the flat with your mother.
Yes, I had carers come in, three times a week, from social services.  They helped bath me, because I originally had a bath in there.  [coughs].  They did a bit of housework, when my mother would let them, but that wasn’t very often, and then, I went into hospital, for a carpal tunnel operation, and that seemed to start my mother on a downward slope.  She pleaded with me, not to have it done, because she had always believed that I ought not to be operated on.

Why was that?

She thought that cerebral palsy children ought not to have operations, because so many had gone wrong in the past.  Then, my other friends and a nurse, Jean, tried to explain to my mother that it wasn’t anything connected with my disability.  It was an 

ordinary operation.  I had to go in for a day, so on that day, I went in at 7 a.m., with Jean, and my mother didn’t want me to leave that day.  Anyway, I went in for the op.  

My mother kept ringing Jean up, asking her where I’d gone.  She rang up every hour, on the hour.  Because the operation was on my left hand, I couldn’t do anything for myself, and Jean thought my mother wasn’t capable of looking after me, in that state, so I went into The Red House: that is a local cottage hospital, and they do respite care.  I stayed there for about two weeks, with my hand, and my mother kept ringing up Jean, and the hospital, to see where I was.

Do you know why your mother was so distressed about your operation?  I know you said that, she was worried about operations going wrong: can you, maybe, talk a little bit more about that?

Well, I think it was the beginning of her dementia.  That sparked it off, being separated from me for two weeks.

And the carpal tunnel that you had, the problem with ... do you know what that was caused by?

No, they said it might be typing on the computer, but I didn’t exactly do that much, so I don’t know why I got it.

And were you experiencing pain before the operation?

Yes.

But you’re not sure why.  

No.  [whispering from F.]  It swelled up as well, my hand.

And that’s the one that you need to use, to do most things?

Yes: no, yeah, that’s the one I’d use to do for everything.   My right one is very unreliable.  I don’t use it for much.  [F. laughs] It does its own thing.  I can’t rely on it at all, except for hanging on things.

F: You use it as an anchor, don’t you Judy?

[laughs] Sometimes it lets me down.

So, after the two weeks at Red House, what happened?

I came back here and my mother said, ‘Where have you been?’, and she was unable to take in that I’d been in hospital, and then, gradually, her whole character changed, making my life a misery.   [rustling noise.]  For instance, I arranged a ninetieth birthday party for her, and I didn’t tell her anything about it, until the day, and she went berserk, crying, and telling me off.

What kind of party was it?  I mean, did it happen?

Yes.   I’d arranged for all my family to come up from Banbury [rustling] 

[?] What, that picture up there?

 So she was in a state, so I rang up my other friend, Tish, to come over, and she calmed my mother down, by the time that my uncle and cousins got here.  The day went off quite successfully: and she, my mother, used to like going out shopping, but suddenly she wouldn’t move out of this flat.  It was like agoraphobia, so I did the shopping.  She would give me a list of what she wanted.  I would go and get the shopping, come back, and she would say, ‘Why did you get that?  I didn’t want it.  Take it back to the shops.’

Was this stuff that was on the list, that you’d got?

Yes, and I’d show Mother the list, that she wrote, and she’d say, ‘I didn’t write that down: it’s not my writing.’   My carer often found me in tears, in my bedroom, 

because my mother would tell me off about the slightest thing, which was very out of character.  She became incontinent as well.   We had to get pads delivered., but she would say, ‘Oh, they’re not the right ones.’

So, was your mother getting any care at all?

She wouldn’t allow my carers to do anything for her at all. She didn’t have a bath for about two years. She would wash herself, but not bath. I had no idea what was happening, so I went to my support worker, and Age Concern support worker. She explained to me about my mother’s deterioration, but it still didn’t register in my mind: and then, the next year, Jean and I went off on a tour to Canada, and the problem was, what was my mother going to be like, left on her own here? And my doctor suggested that she went into respite, but, of course, she refused to go, so I said, ‘Well, if you let the home care help here, you can stay here.’ She did accept them a little bit.  They came in three times a day, to check on her, and when I came back, she thought I’d just gone off for the weekend, [Judy & F. laugh] and I’d been away eight days.

Had you been away on other holidays, previously, or ...?

Yes, I had, but Jean and I went on a coach trip to Canada.  [rustling]

And was that the first time you’d been abroad, or had you been abroad before?

F: No, yeah.  You’d been abroad before.  

Yeah.  

Yeah.

I got back and it went on and on, and my friends got worried for me.  My mother didn’t like me going out.  One night, I came back from being out, and she’d rung up the police, and they were here, questioning her, about my whereabouts.  I came in that door, and said, ‘Oh, I’ve only been out to a meeting’, but they understood.

So what were your friends saying to you, at this time? What sort of things were they saying?

‘Put my mother in a residential home: it would be better’, but I thought I would be betraying her by doing that.   

Why would you feel that?

She’d looked after me all that life: now it was my turn to look after her: and then it got so bad, that our doctor came in on a Monday morning, took me into my bedroom, and explained that they were going to section her on Friday, but I wasn’t to tell her.   

How did you feel about that?

Terrible. On the Friday, I felt even worse, because it was betraying her. One of my carers came in, in the morning, and I was in tears in my bedroom, because I knew what was going to happen, and she kept saying, ‘It’s for the best’: and then my mother kept saying, ‘Shall I get dinner now?’, and I kept saying, ‘Oh, not yet, not yet’, because I knew that the doctors were coming in at one o’clock, to interrogate my mother.

So what happened when they arrived?

By this time she hated anyone coming in the house, so four of them came in at once.  There was my family doctor, a psychiatrist, an advocate, and the district nurse, and they sat round in a circle, and my mother was wondering what was happening, and 

the doctor had told me on the Monday morning, that, if I didn’t give my consent, they would have to take it to the court.   

So what did you do?

I just sat in the corner, saying nothing, and listened to these questions they put to my mother, which she was unable to answer.

What kind of questions?

‘What day is it?’, ‘Who is the Prime Minister?’, things like that.  So one of the doctors went out with me into the porch.... [tape ran out]

