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Tape 10                                                                                                          Judy Smart

Sorry, so you were saying, your doctor took you out into the porch.

All three of them came out with me and said that they thought it was best that they take Mum away, to a psychiatric unit, to assess her.  I wasn’t too happy about it [rustling noise], but I spoke to the advocate, and I asked him what would happen, and he said she’d be taken up to the psychiatric unit for twenty-eight days, to be assessed, and I asked him if she would have a private room, and he said, ‘Yes, she will’, so I came back in the flat, and the nurse took me into my bedroom, and she helped me pack a case for Mum, and the doctor had phoned for an ambulance, plus a policeman, which they have to do, in case the client resists being taken away.   

What did they say to your mother?

They didn’t say anything to her.  I sat there for two hours, and she got more distressed, crying, and the ambulance wouldn’t come, because it wasn’t an emergency, they said it would take four hours or more.  In the end, I got so distressed, I went outside, and I cried and screamed, by which time, the Age Concern support worker had come to see what was happening, and I was outside with the nurse, crying my eyes out, so the nurse said to the support worker that she thought she ought to take me right out of the area, to take me shopping in St Albans. So someone came back in to get my purse, and my mother stood at that window, opened the window and shouted [coughs] ‘Don’t take my child away from me!’ and the support worker just bundled me into the car and I was a complete wreck by then.  [coughs.  Rustling.]  We drove down to her office and it was near James Marshall House, in Harpenden.  She said, ‘You don’t want to go shopping?’ and I said, ‘No, I can’t.’  I was still crying, so she let me get over most of my crying, and she said [F. laughs] ‘How about goin’ to the pub?’ and I said ‘Yes.’  So we went to the pub and I had a stiff drink, and something to eat.  She kept phoning back here on her mobile, and my mother was still here, so we sat in the pub till about four o’clock, and she said, ‘They must have taken her away by now’, so we came back here and she left me in the car, to check that my mother had been taken, and she’d only just gone. It was the most weirdest feeling, 
being pushed up the drive, knowing that my mother wasn’t here in any more, and it took me about a week to get used to that.  So the support worker sat with me for a bit, and then rang up another friend, Linda, to come over.  Linda was out, but she came eventually, and sat with me that night, then Jean came in, to collect some more bits for my mother. She said she was in a bit of a state up there, and she said that I couldn’t visit her for a week, to give her a chance to settle down.  So I left it for a week, and then I went up there every single day after that.

And how was she when you saw her?

She begged me to bring her home. At first, she was in a room with six other people, who were screaming and really bad, and I hated going up there, but I went, and then they accused me of upsetting her every time I went up there.   

And they’d promised her, or the advocate had said that, she would have a private room, but the reality was that she was in with six other people.

She got a private room within a week, because I kept asking, and that calmed her down a lot, so I’d go and sit with her, and have tea with her, and she was a bit calmer.  At the end of twenty-eight days, they had a review and they asked me to attend, so Jean went with me.  Not knowing what the outcome would be, I didn’t know what the outcome would be: it was such a relief when the doctor said that she only had dementia, and that she could cope in a residential home. So then it was up to me, to go and look round the residential homes. Fortunately, there was a brand new one, opening two roads away.

F: At Holly Lodge?

Yes.  I went up there, looked round and spoke to the Matron, who was a lovely woman, very homely.  They only took fourteen residents, so I put Mum’s name down, 
and they moved her up there. After about a day, she settled quite happily [rustling] up there, and I could visit her, any time I wanted, in my chair.  There was a step into the residential home, but the staff used to transfer me into a manual chair.

So from there was a step ... a brand new ...

There was a ramp round the back, but it led into the lounge, but I couldn’t use that way, because it would be disruptive.  But she was in there for about [coughs] three years, but she kept going into hospital with unknown ailments, and the last time she was taken into hospital, my doctor said that she had an ‘old man’s complaint’, which meant pneumonia, and that she might not come out.  
F. He didn’t know your mum [Laughs}.

No he didn’t, but unfortunately, she was unconscious for about four or five days, and no-one ever knew what caused it.  She just came out of it, just like that, but she couldn’t go back to Holly Lodge, because she wasn’t able to wait there, so that meant another move.  I thought this might mean she’d go further away, but fortunately, the matron at Holly Lodge contacted St Mary’s Nursing Home, and fortunately, they had an emergency bed vacant.  I went over and looked at it, and thought it looked fine.  

F.  She’s still there!

She’s still there!

And how old is she now?

Ninety-eight next month. 
F:  She’s still goin’ strong, i’n’t she, Judy?

She’s got good days and bad days, but she knows me.

F:  She still knows Judy
Do you still visit her?

F:  Yeah, every week.

I try not to miss a week.  So that started my life off on my own here, which was difficult in one way, but great in another, because I’ve regained my independence.  I had a care agency come in, in the mornings.  Because I was able to get myself to bed, they’d put my meals ready, in the microwave, and they’d come in once a week and bath me.  It worked alright like that, so I was quite happy, until the year 2000, and then it went a bit haywire.  

Why did it go haywire?

New Year’s Eve, I was invited to a party, but that afternoon, I got a terrible pain in my hip.  It came on all of a sudden, and I was doubled up in agony, and I rang up and said that I couldn’t go to the party.  I don’t know how I got to bed that night, but I did, and  Jean came in the next day, to take me to another function on the Common, and I was still doubled up in agony.  She took me to this function, and said that I really ought to go and see my doctor, so I went, and she referred me to a specialist at BUPA, and I had an X-ray.  [tape ran out]
Side B

The X-ray showed it had decayed so much, that bone was rubbing on bone, and they said, the only option was to perform a girdle-stone operation.

What’s that?

This is where the take the ball and socket out of the hip, and they join the leg to the pelvis.  It meant that my leg wouldn’t be able to bear weight, and that it would be very flaccid ...

F: ..which it is.

So I went in almost immediately.  He said that he’d performed a lot of these operations on cerebral palsy children at Great Ormond Street, so I thought, ‘He must know what he’s doing’, but he didn’t bargain for me, did he?
What do you mean? 

He said that I would be out within a fortnight.  I was out in eight weeks.  I was in terrible agony, when I came round from the anaesthetic and all the staff up there didn’t know what to do: none of the painkillers worked.  The only one that worked was Pentothal, which put my lights out, and they couldn’t keep giving me that.

So what was wrong?

We never knew what was wrong, because no-body could get to the bottom of the pain.

F: Oh, that was when I used to take you to the pain clinic!

Eventually, they got me stabilised, but I’d never taken a tablet in my whole life, so my system kept rejecting them.  I kept throwing up every day, so I lost all my weight, and they kept me in BUPA for as long as they could, which was eight weeks, but they couldn’t wangle me in any longer.  So Jean wouldn’t let me come back here.  I wanted to get back here, and in to my normal routine, and BUPA said that it would be better if I went home, but Jean insisted I went back to the Red House, which was full of geriatrics. [F. laughs.]
F: Jean is the district nurse, by the way, of Harpenden.

So I stayed there for about a month, but they got a bug up there, and I kept catching it, and the Sister felt that it was very unfair that I kept catching this bug, so we looked around for a care agency that would come in four times a day here.  That wasn’t easy, but eventually, we found one.  I gradually got down to two visits a day, from the care agency.  They got me up and put me to bed.  [She & F. laugh.]  Linda worked for the care agency, and she doubled up with Sue, to put me to bed at night, and Sue got me up in the morning, but sometimes I was in very great pain, at night, and Linda used to sit with me.  [rustling noise.]  Eventually, I did the rounds of the specialists, trying to find the cause of my pain, but because it was a vicious circle: my pain started off my spasms: the more spasms I got, the more pain I got in.  It was just hopeless, then one day, I went to a pain specialist.  
Yeah, one day we went to the pain specialist.

Linda took me to the pain specialist.  She was a foreigner
F: I nearly hit her, didn’t I, Judy?

And I had to restrain Linda.

Why, what did she do?

F:  Because she didn’t take any trouble to talk to Judy.  She said, ‘Would you interpret for me?’  and the nurse behind me went ‘Oh!’ [sharp intake of breath] and I went ...and  I just, and we didn’t go back, did we Judy?  She’s very rude.

She put me on the top pain killers: Gabapentins.  [phon.] 

F: They do work, don’t they?

Yes.

F: And they work.
And you’re still on those painkillers now?

F:   Yes.  

So talking about ... I mean, you seem to have had rotten luck throughout...

Yes.

... your hospital treatment: what, how much of it do you think it is to do with your cerebral palsy, that you’ve had all these problems? 
Like what?
Well, like when you were saying, the problem with your hip, and the spasm, spasming, creating more problems: are there other things you can think of, where your cerebral palsy’s been a factor?

No, no, not really: only my hips.

And what about in terms of, the way you’ve been treated?

Well, I moved into the private sector, because I was treated so badly in the public sector, but I believe that the public sector have still got a lot to learn about caring for cerebral palsy patients.  I know that the private sector have got more money to spend on nurses, but I still believe that the public sector should have more disability awareness training.

So are you saying that the private sector, they do seem to have?

Yes.  Well, they’ve got more time to give.  I don’t think they know a lot about disability, but they can make you more comfortable, and they’ve got more time.

Talking earlier about your G.P., how has your, sort of, G.P. service been?

Quite good, actually.  I got on quite well, once I got out of Colditz. 
F; [laughs]  If Judy has to have a home visit from her G.P., her G.P. will phone me on my mobile, and I come and... she won’t move Judy, will she Judy?  So if she needs to go on the bed, I move ‘er.  [rustling].  Pretty good like that, isn’t she?

You’ve never been to your G.P.’s surgery, have you, or have you?

F: Oh yeah, she always goes there.

Yeah, I always go up there.

Right, so it’s not just home visiting.  You go to the surgery as well.

No.   I go up there if I can.

And do you think there are any medical services that you don’t receive that you ...

F: [whispers] Yes.      
Well, yes.
Such as?

Well, I don’t get any physio.  Linda does that for me.  
F: We can only get six weeks at a time, but with long periods in between, and then they said they couldn’t do it any more, didn’t they, Judy?

What kind of things do you need physio for?

F; [?]

They gave up on me in the physio department [laughs] straight away, within two visits.

F: Although those two visits did help, didn’t they?

Yes.  

F: Greatly.

I only got two hydrotherapy sessions, because I had a cold on the third week, and they only allow three weeks.
And what, can you explain what the benefits of hydrotherapy are to you?

They make me more relaxed, stretch my muscles.  I had it at BUPA, but when I was in pain, and if I was to go up there now, it would cost me about £40 a session, half an hour, and I don’t go swimming any more either, ‘cause it’s too cold in the public pool, and my muscles tighten up in cold water, so I’m pretty lazy now, [Judy & F. laugh] but I don’t get enough exercise.

And what about, say, dentistry?

I don’t go.  [Judy & F. laugh.]  I’m a coward.  

Have you had bad experiences?

When I was at St Margaret’s, yes. Yeah, that frightened me. I did go back a few years ago, because there’s only one dentist in Harpenden I can get into.  

And what happened?

Oh, he was very good.  I got on well with him.  He kept cleaning the tartar off my teeth and that was all, but it was costing me a fortune.

This was a private dentist?

Yes.  

And that’s the only one that you can get into, in Harpenden.  

F: And he knows it.

I should go back, but that’s the New Year’s Resolution, [All laugh] for next year.

So what happened at St Margaret’s that put you off?

Well, we were taken to this dentist, and I had to have a tooth out, and that was the days when they put a gas mask over your nose, and that scared me so much.  I know that they don’t do that now, but it just scared me.

And did everyone have to go?  

Oh yes.

Well, shall we wind it up for today then: is that all right? 
Yes.

Well, thanks for all of that.  It was, talking about your mother must have been quite hard ... [end of recording.]    
