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RE
That’s recording. So just for the record, it’s [date]. So just to start, could you provide a little bit of background around your mother, your mother-in-law and sort of your experience with her dementia sort of up to this point, I guess?
00:00:21
PA
From the dementia, from the background, she was in pantomime at 15. Her mother was a court dressmaker and her father was in the building business. She had a brother called Ronald who also liked to sing and dance and was in the entertainment business. My mother just loved singing and she played the piano. She went to school in, and lived in [place]. She remembers [place] now and calls for her mum and dad all day. More background, she… to move on, she married. She had married her husband Leslie and he started a xx with two lawyers from America and he was the business side, and my mother was the first lecturer for xx and was actually very well-known everywhere. She also… is there anything else you want to add to that?

PH
She was a grand master of her lodge.
PA
Well, I was going to do that. She was the grand master of her lodge of instruction. She worked her way right the way up to grand master, and…

00:01:56
PH
What they used to do, what she did was that they collected money from charity but they always, she always gave the charity to the north, to the National Health Service to buy equipment. She didn’t want it to be lost in the system, so she wanted to see what their money had provided, so she always did that. 

PA
Yes. 


PH
And then when her father had left xx and started the similar business that had a franchise well over the continent, [name] did all their diets and all their programmes. 

PA
She wrote a book. 

PH
Yes, she wrote a book on it. 

RE
Wow.

00:02:36
PA
With [name] on the dietary…

PH
She was a nutritionist. 

PA
The nutrition, yes. Well, that was going back to xx again, yes. We deviated a little bit. I used to take her when, while I’m thinking about the lodge, when she first was diagnosed with dementia and she couldn’t drive on her own, I used to take her to… they had meetings quarterly for people who, such people who were ill, and I used to take her to all those meetings and they still send her Christmas cards and they still want to know what she, how she is and I keep in touch with them still. They haven’t been to visit because initially I thought in my own mind that my mother wouldn’t like those people to see how she’d ended up and then recently, after Christmas this year I decided that she had gone so far herself, my mother, that she wouldn’t know who the people were and she wouldn’t realise that they were looking at her and in this situation, so I told them that if anybody wanted to visit they could do. That finishes the lodge. Then…

PH
Well, she worked with her husband obviously. He was the manager or the business brain behind and her mother did all the lecturing, taught the lecturers how they should be lecturing people on weight loss. Basically, she was a very extrovert personality, proud of her appearance, always looked smart, well kempt, beautifully made up, dress sense fantastic which she has given that to her daughters, although we don’t have any communication with the other daughter. 

00:04:59
PA
Not since she put her… she wouldn’t let my husband register the power of attorney which my mother wished when she was of sound mind. In fact, she did it in two different wills and she understood what she was doing, and she adored my husband. After all, he was her doctor for all those years and she went to him for everything, especially after my father died, for all the advice that she could get, and…

PH
Then when she asked me if I would be the attorney under the court of, no, under the court of protection, the first thing she made me promise was that I would never put her in a home and she was very positive about that. 

PA
And me, too.

PH
And actually she visited… this is [name] who had been here for some time.
PA
In [Street].

PH
And they’re friends going back to their 20s I would guess and we brought her here to see [name] and also to see whether she’d like the place, and she took one look at it and said, don’t you ever put me in here. 

00:06:10
PA
No, she… I brought her. She said to me, I’m not coming in here. And she said to the girl, she said, you’re not letting me in here. So they said, we haven’t got enough room for anybody else anyway. So she…

PH
So we have a slight guilt feeling about this [overtalking].

PA
I have a very, very, very big guilt feeling about it and I blame the solicitors and I really hope that you can get this through to somebody that will look at this court of protection for people in this situation unable to help themselves and what their wishes were before should be honoured. That I think is very important and that should even go to the press that it’s not being honoured and these solicitors are just taking what they want. Because I had another friend in the same situation and they took everything from the house and she was left with practically nothing. Her parents would not have wanted that for their daughter, and my mother would not have wanted that for me. She left… there was a little bit of quarrel over the, not a quarrel but why she didn’t want my husband to register the power of attorney was that when she was clearing the flat out while I was looking after my mother she’d found my mother’s last will, but my mother had already told her that she was leaving most of it to me because my sister had a huge amount of the business. 

PH
Not only that, she’d put in her will that why she was making her a major beneficiary was because she knew that her sister inherited somewhere in the region of £7 million from her husband’s family, apart from what they may have got from the weight watching business which they were trying to deal with, so she said that she’d… somehow she wanted to balance things up. She said, I love both my daughters. 

00:08:19
PA
That was written in the will. 

PH
Yes. She said, I love both my daughter’s equally but that’s what I would like to do. And her sister took great offence of this and actually accused me of carrying out fraud, theft, undue influence, standing over her when she did the will and we ended up in the court of protection where we were advised by the lawyers acting for us that when there’s that kind of family dispute the judge would always put the demented person under the court of protection and the deputy would be a lawyer and they are rapacious, if that’s the right word. Anyway, but that was the… so basically she was a lovely extrovert personality and slowly she began to get a bit forgetful, repeating herself, and then, as we said, in July 2011 after she… her live-in boyfriend decided to take… she tried to kill him. 
We took her to see this consultant psychiatrist and he went through the business and diagnosed her with, as a dementia presumably. He said not definitely, but probably of the Lewy body type. She’d had MRIs but as far as I can remember they did see some bodies, but I can’t recall them seeing definite Lewy bodies. But she does exhibit the symptoms of Lewy body, although she doesn’t have the obvious Parkinson’s which is associated, as you know. But she does have a tendency to fall and she’s had some horrendous accidents living in her own home where we had to move tables out of the way because she…
00:10:27
PA
Excuse me.

PH
And I’m always called to patch her up, which is not my duty as a GP, but there you go. [Overtalking].

PA
I don't know if you’ve ever seen skin tear.

RE
Yes.

PA
I’ve got, well, I’ve got one from my blood test I had the other day, but it’s…

PH
She has a thing called easy bruising.

PA
It just goes blue, very, very bad bruising, but she tears.

PH
And the skin just tears off.

PA
She just tears and you have to put Steri-Strips over it. It’s no big deal, we manage it. We used to, you know, get her okay.

PH
But most times I patched her up, and on the one occasion it was just too extensive that we took her to [place] General or she went there by paramedics and they did patch her up very well, but she became so agitated away from her home and she was pacing, yelling and very difficult to control. 

00:11:26
RE
In the hospital?

PH
In the hospital. She just went completely…

PA
Mad.

PH
Well, that’s the best way to describe it. And then they were waiting for the consultant to say that she could go home and it got so bad I actually signed her own discharge form and took her home, and she calmed down as soon as we got her into her home environment and that seems to be one of the things that did calm the agitation. 

RE
Yes. So that sort of leads quite nicely into me asking what types of agitation, or there might be several types, did your mother experience or [overtalking]?
PA
She has hallucinations. She would look at things she hung around the room, which we had to remove statues, and think they were people. 

00:12:17
RE
Would that upset her, or…?
PA
At home, yes, we moved certain things. So she used to hallucinate. 
PH
It mostly involved the children. 

PA
And then, yes, she had a thing about children, losing two children, she must find the children. And when I took her for my… for example, I used to take her to my son’s for dinner and I was taking her one day to my friends for dinner, [name]’s daughter, and on the way home she was trying to get out of the car. She was trying to look for two children. She had left the children behind. I’ve left the children; I’ve got to get out of the car. So anybody who looks after these people must make sure that they have their cars locked at the back. 

PH
Like a child lock.

PA
She’s done it a few times.

PH
I took her from my son’s place because she… we understand that we don’t know for sure that she’d lost a child and that she keeps looking.
PA
She did…

PH
She was looking for this child. 

00:13:28
PA
I don't know what she was looking…

PH
And then she thought that she’d got into our son’s home through a hole in the wall and then became even more agitated because then she couldn’t find the child, she didn’t know where she was, and my son and I took her back to her own home where the carer was there and on the way back she was trying to get out of the car to look for this imaginary child. And even now she relates to [name]; she thinks she’s a child. 

PA
Yes. 

PH
She doesn’t realise that she’s grown up. 

PA
No, and she thinks she’s young because they were talking about… they have dolls here for the people and she was saying, I hope they didn’t, and they didn’t, I think I might get a baby soon. She thought she was 22, 20. Well, she asked how old I was and I told her. She said, you can’t be that age because I’m only 22. So I said, okay, mummy, I’m younger than you. 

PH
But her agitation appears to be vocal… 

PA
I go with it. Whatever she says, I deal with it and I go with whatever she says. 

00:14:45
PH
But she becomes quite vocal and she can become vocally aggressive. But also she can get agitated and become physically aggressive, and she has been known to attack the carers when she was at home.

PA
And she hit me with a stick. 

PH
With her walking stick, she hit her with the walking stick.

PA
She didn’t like one thing that I said. 

PH
She punched me once in the chest and I thought I was never going to recover because she doesn’t know who I am at all. 

RE
No. So what caused…?

PA
Well, she was obviously agitated about something I’d said and I can’t remember what it was, but it wasn’t… it couldn’t have been anything really bad, but maybe… I think, yes, just now she was doing the same thing. She keeps thinking people are poisoning her. Now, at home with the carer she made them taste the food before she’d have it in front of her and maybe I said to her, it could’ve been, mummy, that’s silly, nobody’s trying to poison you, and she’d go, shut up, you. She’d go a moment of madness and she whacked me. 

00:16:01
PH
But we differ a little bit because I always felt that she was very quick-tempered when she was completely compos mentis, so therefore now that she gets agitated with her dementia it can get a bit physical. 

RE
And get sort of augmented how she was before. 

PA
I also feel with the demented people that they feel that they’ve forgotten… she kept saying to me, I can’t remember, that is so frustrating, so they’re trapped within their own bodies, their own skins and they can’t get out. They’ve got nothing to get them out, but think… I don't know what they think of because they can’t remember anything. And I thought it would be a good idea, I hadn’t suggested here because, yet, but I was thinking that instead of playing all this modern music it would be very nice, because most of the people are elderly here, to go back to the wartime songs and play those, and…

PH
Because that’s how [name] calms her mother down.

PA
I’ve got all the songs on this…

PH
Because when she gets really agitated and hard…

PA
This page. This is all her…

00:17:26
PH
She gets out these songbooks. 

PA
Her songbooks. I can’t remember them all so I bring them with me every time, and sometimes she wants to do it and sometimes she doesn’t. This morning she said to me, no, I know all the words, you don’t have to get the sheets out, but of course she didn’t and I can’t remember them all. 

PH
But she does remember all. She’s quite strong. 

PA
But she does remember quite a lot of them. 

PH
But she… that’s how she calms her mother down, so they sing all these old songs. 

PA
I only sing.

RE
Without any music?

PH
No music. 

PA
No music, and I hold her hand and she always smiles. And I say, I’m [name], your daughter, and she says yes. Sometimes she says I know and sometimes she doesn’t say anything. Well, she knew this morning. 

00:18:16
PH
I think she just recognises you as a friendly face. 

PA
Okay. 

PH
But maybe I’m wrong. 

PA
Well, I don’t really know. 

PH
She doesn’t recognise me at all.  
PA
She wasn’t interested in [name] this morning. She was at first, but because I’d been more often I think that she’s got used to me coming and she knows me more. But you’ve been more often recently because I got so upset. I got so terribly upset recently. Every time I come I go out crying and I have a terrible, well, a terrible day, I shouldn’t really say that, she’s having worse, but it’s a terrible, terrible thing to live with.

PH
I don’t want her driving home. 

PA
So he takes me home. 

00:19:07
RE
How long has she been here?
 

PH
She came in October 2005.

PA
15.

PH
15.

PA
15. She’s only been here a year, that’s 16. We’re only just in 17, so she’s only been here just over a year.

RE
Gosh. And did she settle in okay?

PA
No, she didn’t settle in at all and she was trying to get out and she was trying to open the doors. And [name] said to me she called me in the office and he said, she doesn’t fit in here, she’s not settled down at all. He said, I’m going to recommend a best interest meeting and I think she should be taken home with the carers. So [name]  was here who runs this floor but she was heavily pregnant when, at that time. She used to be on floor three, but she was surprised when she came back from her maternity leave that [name] was still here. She said, I thought your mother was going home. I said, well, so did I. 
00:20:11
But what happened was the next manager, when I said to him they want mummy to go home, that she hasn’t settled in here, every time I see her she wants to go home, and he said, well, yes, we’ll have to have a meeting about it. Well, the meeting never came and that’s what they’ve been doing for the last year, until we felt, both of us, after she fell twice badly and was taken to hospital, they phoned me obviously in the night, that she would be the same at home now and wonder where she was and I think it would be too stressful for her now to go home. 
PH
She still says, this morning for example she was calling for mum and dad.

PA
She said, they’re coming to…

PH
But now she wants mum and dad to pick her up. 

PA
In their car. 

PH
And take her home and drop her brother off en-route. And we’ve now come to the conclusion, and I think her sister has as well, that she’s never going to go home because there’s no way that the care agency that were looking after her very, very well could provide, even if they got paid what they want they couldn’t provide the level of care that she now needs, so sadly the home is not a possibility. 

00:21:47
PA
It’s the nursing and the night, because we used to go out in the night, both of us, and go to the hospital with her if she needed it and, to be quite honest with you, we’re getting a bit old for that now as well. 

RE
It’s not easy.  

PH
Yes. 

RE
So is she still agitated here?

PA
Yes. 

PH
Yes. 

PA
And we don’t understand why she’s agitated mostly at night. 

RE
So what are the kinds of things, types of agitation that she has?

PH
Well, I think it could be, I mean, I personally think it could be a form of frustration that maybe she does have some kind of sanity left and she gets frustrated because she doesn’t, can’t do what she wants to do. But I honestly don’t know because I know that mentally it’s gone and… but that’s about the size that it [overtalking].
00:22:43
PA
They have agency nurses at night. I don’t meet them. We came one night at eight o’clock to try and meet them, didn’t we, because they come on at eight. We came in the evening and I couldn’t meet them. 

PH
Because the night-time one-on-one starts at eight and finishes at eight. I know that she gets one-on-one during the daytime because whenever we come there’s a carer sitting with her and then what happens is that the continual healthcare people on the rules and regulations that assess every six months. So the psychiatric nurse comes, a very nice guy, and he looks at the records and initially he wasn’t happy because the records were not complete and they just weren’t keeping proper medical records that he could relate to. But he said that he wasn’t going to do anything about it after he and I had a discussion because he still uses me as the medical side rather than the lawyers, thank god, and so we had a word with the manager here about the keeping of records and that has to be accurate and they did. 
And I looked at them and I could see that she becomes very agitated and distressed and quite aggressive mostly at night, but it can happen in the daytime, and because of that the continual healthcare people wanted to withdraw… they wanted to take away the one-to-one at night-time at one stage clearly to try and save costs I would think, and… but having seen the records and interviewed everybody else, he has agreed that she needs one-to-one seven 24. So the behaviour and everything that goes with it is obviously ongoing. 

00:24:52
RE
Yes. So when you say behaviour, what exactly is she…?

PH
It’s…

PA
The behaviour?

RE
Yes, when she gets agitated. 
PA
Well…

PH
She shouts and she screams for mum and dad. 

PA
And also when she’s eating, which is something I just can’t come to terms with, she takes pieces out of her mouth, maybe because she’s got false teeth and that she can’t swallow it properly, and puts it, now that we keep a tissue there for her to put it in. And sometimes if she’s finished her tea, like she did this morning apparently, she will just throw it over the side and put it on the floor. I mean, she was never like that at home and she just thinks this is somewhere that she can…

PH
And she does become quite aggressive, but not to the degree that she’d need forcibly restraining because they can normally talk her out of it. But she can become aggressive. She was mobile when she first came in here, but I haven’t seen her walking of late. 
PA
She used to dance.

00:25:54
PH
But she used to dance with one of the guys here who can also sing the 39, 45 songs. But she used to have a stick that she used just to keep her balance and she has been known to go for people with the stick, so it’s a mixture of verbal and physical. 
RE
Okay, and do you think it’s really important that she has the one-to-one?

PH
Very. 

PA
That is imperative, yes. And I don't know what happens because she happened to fall at night. I think… did you see her when she had a very black eye?

RE
Yes, I did. 

PA
And they phoned me at eight o’clock in the morning, but this had happened earlier and they were only just getting her ready to take her to hospital to [place], and she was there of course for hours and I phoned the carer while he was there and I said, you know, what’s going on? And he said, we’ve got another two hours to wait. I said, look, I’m sure if anything was really wrong with her, because I checked with my husband, that it would’ve happened by now. I said, I think you should bring her home. I could hear her shouting and screaming in the background. 
00:27:10
PH
She was exactly the same as when I found her at [place]
PA
So they brought her home.

PH
not [place], [place]
PA
And that cleared up pretty quickly. 

PH
She actually heals very fast for a lady of 98.    

PA
I don't know what happened. That’s happened twice at night and I don't know why, if she gets out of bed…
PH
Because she’s always awake. She’s never slept from the day that she was diagnosed, or she was a bad sleeper anyway and I used to prescribe her her sleeping tablets when I was prescribing, and… but she’s always been a very, very bad sleeper and she doesn’t even sleep in the daytime. Where she finds the energy from is unbelievable. But at night-time it’s a big, big problem because she’s in this very narrow bed whereas at home she had a big double bed and there’s a very, very real risk that must have happened, that her falling out of bed trying to go to the toilet or whatever. And I gather from the carer that she became very, very agitated and wouldn’t allow anybody to help her and then clearly fell and hit her head and went with it. 
00:28:33
Where I disagree with the home is that if they’d known that she became very, very agitated when she’s in a hospital environment… she banged her head I think around about two o’clock in the morning. She didn’t go to hospital about 11, midday. If she’d had a bleed it’d have been evident by then, so quite obviously she hadn’t and I felt that they should’ve got the GP to come and assess her for a head injury. But, anyway, they didn’t and one can’t shout and scream and get myself agitated, but I don’t think that was the way to do it. 
PA
And there was a lady [overtalking] on a one-to-one this morning. Obviously she wasn’t smiling. It wasn’t a smiley lady so mummy obviously didn’t like her and she kept saying, get me out of here, get me out of here, she’s going to… I never thought she thought the lady would do something to her. Meanwhile she was a nice lady. She’d offered us a cup of tea and there was nothing wrong with her, except she didn’t smile.
RE
Okay, and your mother obviously picks up on, you know, feeds off of body language?
PA
Yes.

00:29:48
RE
Are there different carers that you think she prefers, or [overtalking]?

PA
Yes, there’s one, there’s a few carers in there who know me, and… but they recycle them round all the different people and they know, all know my mother, and mummy prefers to be with somebody who’s more jolly and will speak to her rather than somebody who’s just sitting writing notes. But what can I say? And also that same, the woman next to her wanted to go to the toilet – that was another thing. My mother was not incontinent when she came in here. I don't even know if she is now completely incontinent. She wears…

PH
But they wear incontinent pants. 

PA
Because that’s easier for them. 

PH
But she never needed them. 
PA
She never needed them at home. She was going to the toilet.

PH
She’d try and take them off. 

PA
And that was another thing, it was terrible, she kept telling me this, how big… these pads are so big, and I did ask the nurses if they could get her smaller ones. They said they didn’t do the smaller ones, that I would have to order them. I didn’t, though, and then I thought, well, with the way they used her clothes, I mean, they’re not all her clothes, the jacket is. She comes out in all sorts of different things, but…

00:31:07
PH
It’s like liquorice, all sorts.

PA
And the room is kept in a real mess, a terrible mess. Sometimes there are more people on the ward than others. 
PH
But we felt even in her demented state that she felt having an incontinent pad was demeaning. 

PA
It was an indignity for her.

PH
And I’m sure she did. 

PA
And that wasn’t fair, really. And I heard somebody on the settee next to her this morning saying to the same lady who wasn’t smiling, I want to go to the toilet. And I said, she wants to go to the toilet, so she went in to look for somebody else and the woman was still sitting there and she wasn’t really bothered to take her to the toilet. But I’ve got to say that you cannot be perfect. This is a very, very difficult job. I couldn’t do it and these girls who do do it are, and the men, are amazing. And what can you do?

00:32:14
PH
But the sad thing of course is that when you, and this goes against [name]’s base personality, is that when you look around the room they’re all sitting there with their chins on their chest. They look as if they’re all waiting for the almighty to come and get them and [name]  just wanted to talk, but she couldn’t find anybody to talk to. 

PA
Yes. 

PH
Except there’s a guy who’s sitting next to…

PA
Allen. 

PH
Who does seem to be a little bit more with it than the average.
PA
What he’s doing in here I don't know. 

PH
Until you start talking with him, you realise that he isn’t because every time I come in he’s asks me what football team do I support and I’ve now learnt I’ve got to say the Arsenal, even though I do not support the Arsenal, but he’s happy with that, but he asks the same question every single time. But he’s quite able to talk to [name] and they talk together, and they then start to sing the old-time songs together and when she was a bit mobile she was dancing with him. 

PA
Was she dancing with him?

00:33:26
PH
With him and with one of the male nurses.

PA
One of the male nurses, yes.

RE
And how do the staff respond when [name]  gets agitated?

PH
I think they’re very good. 

RE
Okay. So what sort of things are they doing?

PH
They do exactly the same thing that [name]  does.

PA
As I do.

PH
They talk to her, calm her down. They don’t get bad-tempered. I’ve never seen one of them…

PA
No, I haven’t either.

PH
… getting irritable because of the nature of the aggression. I think they actually have very good recovery mechanisms.
00:34:01
RE
And did you tell them? Did they ask when you, when she arrived what you did at home, or have they…?

PA
No, they haven’t. They never even asked her life story. They…

PH
We told them. 

PA
Yes, we said she loves singing and sometimes I’ve been in here early on and they were all round with somebody singing in the other room and she wasn’t there and I’d been really cross a couple of times saying, why isn’t [name]  in that circle, but…

PH
Actually, [name] was telling me… I didn’t… I mean, I looked at it in the newspaper this morning but I could see it was an article on care homes and so I just didn’t read it. But apparently [overtalking] in Germany they’re doing this experiment of calming demented people down and getting them to respond with music, mostly old-time music. 

PA
From the war, and they’ve got the rooms decorated like from the war in Germany with all the colours, and… I don't know how they’re decorated. It was just a small paragraph. They decorated the rooms and they think they’ve gone back to that era, and they said in the paper that some of the people have started talking again and walking. I don't know if you can… you can hardly believe it really. 

00:35:31
PH
Most of them hear the music. They do have people coming in to play, but it’s not the old-time stuff. It’s mostly modern stuff, or the Beatles, or [unclear] modern.
PA
Or throwing the balls. And I’ll tell you something else they do here, they leave the television on, or maybe they used to till I said something. They leave the television on all day long and it’s off. It’s just the movement and it could be a football game or something with no music. But it was my suggestion that they always have music on and I think also, I know with babies classical music, and there must be a lot of them in there, I know my mother loves classical music and the opera, ballet music, they could play some soothing music like that, but they never do. 

PH
But years ago there was a comedian called Max Bygraves [?] and he made… when he stopped being a comedian, he’d made a lot of money doing records because he used to sing and tell jokes, and he’d made a load of records called Sing Along With Max and it’s all these old wartime songs like The White Cliffs of Dover.

PA
They don’t make an effort to get anything like that. 

PH
To play them. 

PA
So that they can, the ones who want to, can listen to it. I’m sure they’d like it. 

00:37:05
RE
Does she… is there music in [name]’s room? Can she play it there, or…?

PH
No. 

PA
There isn’t a television in her room, no. She doesn’t, never sits in her room, only to go to bed and that’s something else that she gets very agitated when I’m here. But you’re going, what will happen to me? Who will see me to bed? Where’s my bedroom? She gets worried that I’m not there to watch it.    

RE
Okay, and how do you reassure her?

PA
Well, I just cuddle her and I say, well, the lady over there is looking after you and she will see you into your bed and you will be fine, and it’s usually…

RE
And that helps?

PA
It helps, yes, but mostly she says to me, don’t go, don’t go, don’t go. What can I do? It’s very hard. 

RE
That must be very hard.

00:37:59
PA
It is hard, especially when I know that she’s only been here just over a year and she didn’t have to be here at all, because if she was at home more people would go in. My daughter-in-law used to go in with her four children with different instruments and my mother would sit up in the chair and tell them what they were doing wrong and all the rest of it. The children loved it, little six-year-olds and four-year-olds when they were that, but I don’t want to bring them really in here. I know one of them asked to come in and see her, but he was nine and I brought him in, but mummy was in that state with the bruise and I said to Michael, please take him out straightaway. I don’t think that nine-year-olds ought to be looking at elderly people who end up like this. 
PH
Well, he wanted to see his grandmother or his great grandmother, and he’s a very sensible kid and his parents were happy, particularly my son, the doctor, so we did but it was just a quick in and out. 

PA
And the girls, my… another daughter-in-law, her girls have asked me. Emily wants to come in and see her. She is nine and she definitely wants to come and see her and I’ve asked her mother and she said, I’d rather not. So I leave it like that, but she’d love to see the children. My daughter has been in with the baby and of course the babies don’t know anything. Well, he’s now nearly three, but she likes to see the baby and she loved my daughter more than any of them because she used to talk to her. She used to phone her every week, every day from Israel and speak to her and call her nansky. That was her pet name for her, nansky, so…

00:40:00
PH
And the grandchildren would call her great gran, great grandma and that. Great, great nana, isn’t it?

PA
Yes. 

PH
Great nana [name]. 

PA
Great nana [name]. But the…

00:40:13

PH
But even when she was at home.

PA
At home, you could take her out for dinner.  She used to come with a carer to me for lunch and then we’d sit and watch That’s Entertainment, or something like that.  Or an old Jolson tape that I had.  Or an old... And I used to say to the carers, I used to phone up and say, there’s Joan Crawford on tonight, in a film.  Put that on for Mummy.  And things like that.  That’s the difference.

RE
Yes.  And then, when did she start becoming agitated leaving?  Or going into unfamiliar environments?  When was that?  

PA
When did she become, what, unfamiliar here?

PH
Probably, pretty shortly, probably about to three months after the diagnosis, I would think.  

RE
Okay, what do you think caused, causes that sort of distress?

PA
I think she had a shock.  In the first week, she was diagnosed with dementia.  My sister threw a wobbly and never went in to see her.  In fact, I don’t think she’s been in to see her very much.  She said her husband was dying, but that was quite a few years ago and he’s not dead yet.

00:41:20

PH
No, he hasn’t obliged us yet.

PA
No, he’s still alive.

PH
Take that out.

PA
So he never...  He...  She...  I don’t think she went in to see her very often.  And, well, she used to have a daily called [name], who also used to do for my sister as well.  And my sister used to bring [name] up to my mother’s to do her daily work.  So she gave her notice in.  So, in one day, her partner left, he took her car, which she was so upset about.  She had this little row with my sister about something, and the daily didn’t come in.  I think she had a terrible shock.  I mean, it’s a lot for her to take in.  I think that added to it all.  Although the girls who were there were lovely, very, very sweet Filipinos.  Very sweet and lovely.

RE
And they were able to deal with...?

PA
Well, they were able to deal with her.  They couldn’t cook very well.  I used to buy things and put them in the freezer, that she liked.  And then one of the girls would be boiling up a Chicken Kiev and wouldn’t listen to me when I said you have to put it in the oven.

PH
Frozen Chicken Kiev.

00:42:47

PA
So it wasn’t easy.  Then I found a firm that delivers meals every day and I thought that would be a better idea.  So they delivered fresh food, meals, three course meal, every single lunch time.  And it was okay.  It wasn’t like home cooking, but it was okay.  At least it was, you know, something for her to eat.  So I think we paid for all that, yes.  Solicitors never gave us any of the money back.

PH
And then you used to cook and bring the food in as well.  

PA
Oh, and I used to cook, of course I would, and take her things that she enjoyed.  I do here, sometimes, bring things in for her.  Although she can’t eat chocolate any more.

PH
Yes, she used to like milk chocolate and she used to love Toblerone.  

PA
Yes, but she can’t any more.  It stuck to her mouth last time, to her teeth.

PH
Because she can’t, her teeth.

PA
But that was another thing.  I used to take her to the dentist locally, because her teeth were falling out as her mouth shrunk, and he was filling, you know, sticking them in.  So it was another thing I used to do for her and I can’t do it anymore, because...

00:44:00

RE
Okay, do you think that’s a problem?

PH
Yes, and the other thing we had to sort out with the home here was that, we arrived one day to see her and she wasn’t wearing her dentures.  She has top and bottom dentures.  And we were given her dentures in a tissue to...

PA
They gave me to them in...  Gave them to me in a tissue and they said, she won’t be needing these any more, she never wears them anyway.  She said, and you might as well take them home.  I nearly went mad because my mother left something else for us to do, that when she’s buried, she wants to be buried with her teeth in.  And that was very, very important to her.  So that really...

PH
But her teeth are now in place.

PA
Upset me.  And...

PH
But she also did when she was at home, which is, I’m told is classical of Lewy Body, is that her home was never her home.  And it took us a long time to realise that she’d moved from a very big house to this very nice apartment, penthouse.  Apartment in Bushey.  But she thought the whole block was her home, and that everybody coming in there was making an unlawful entry and using the kitchen and making tea and doing all sorts of things.

PA
Using her lights.

00:45:25

PH
And she didn’t realise that her part of it was just the top flat.  And that created a few problems.

PA
But she did notice the car missing, where she used to park it down the side.

PH
Look out the window and she saw the car wasn’t there.

PA
Because, she said, the thing underneath it, which was her personalised number plate, wasn’t there either.  Where is it?  Well, the solicitor gave it to the partner and gave her car, sold the car for £1,000.  It was a Mercedes.

PH
He claimed that she’d gifted him...

PA
And gave her number plate...

PH
That she had gifted him the car, and that’s why he took it.  And he wanted her personalised number plate for sentimental reasons.  And we tried to get it back

.  

PA
And we had to put up with that.  

00:46:11

PH
Because she wanted to see her car and her number plate which, as [name]  says, she calls the thing underneath it, where it always was.  Outside, where they keep the cars.  And she kept on looking for it.  But we kept on having to try to explain to her why the car wasn’t there.  

PA
And when she had the bruising on her face.

PH
And that we were going to try and get it back for her.  We would never have been successful.

PA
The solicitor wouldn’t let us.  That’s why.  

PH
Even though we offered to pay for the action.

PA
You’ve got to get these solicitors out of the equation.  They’re terrible.  And also when she had the bruise on her face, she said to me, oh, the nurse said you’d be here to take me home.  She said, do you think they’ll let us go?  So I said, well, we’ll see, Mummy.  We’ll have to see.  So she said, is my car at home?  So there’s certain things that are still important to her.

PH
Stick in her head.  And even about a month or so ago she could tell you that she lived at… Quite astonishing.  

RE
Just wondered.  You made a comment earlier that I just wanted to come back to, around her at night and that you prescribed her some sleeping tablets.  Do you know?  Are you still aware of what medication she’s on?  And if she’s...?

00:47:34

PH
She’s on the whole mish mosh.  

RE
Is she still on the...?

PH
Well, initially, she was being looked after privately by [name], who was excellent.  

PA
And then a [name].

PH
And he was looking at her, altering the medication, giving her...  I can’t remember what she’s on now.  But she was on tranquilisers to try and calm her down when she got very, very agitated.  He was giving, sometimes, a small dose of anti-psychotics, although pointed out there was a danger of using anti-psychotics with some anti-depressants that they were using.  And then, I don’t know why we, well I know why we did it.  The carers at that time, at home, felt that...  There was a lady psychiatrist [name] who happened to be Jewish, but it wasn’t that important.  But they felt that she was more, I don’t, more.  I can’t think what the word is in English any more.  

00:48:42

PA
She used to do domiciliaries.  So she would come home...

PH
They felt that she would be better.  And we went along with that one.  And she was excellent.  So she was altering the medication on a regular basis.  When [name] came in here...

PA
But she was on pills that were private, that the National Health don’t prescribe.  So they were having to be paid for.  But my mother had in, we know exactly what my mother had in, and she had enough money to pay for those pills, didn’t she?  And if she hadn’t, we would pay for them.  

PH
We were paying for them.  

PA
We were paying for a lot of them, yes.

PH
But when came in here...

RE
And they found they helped her?

PH
Yes.  I said to...

PA
Well, yes.  

PH
I asked [name]  if she would continue to monitor, a) her dementia and b) the medication for it.

00:49:35

PA
Here.

PH
Here.  And she came in once and did it and it was a bit of an awkward visit, because [name] was sitting there and took offence that [name]  was talking to the carers rather than her, and got very agitated at that stage as well.  And then she said to us, the psychiatrist, that she felt that she should be under the NHS one from this area.  And I hadn’t got a clue, I should have a look at it.  

PA
Well, I tried, he’s at [place].  I tried to get his, through to him one day to have a word with him.

PH
You couldn’t get through.  

PA
I couldn’t get through.  And I hadn’t seen any reports here.  I asked so many times for the reports, there’s only so much you can do with these girls because the one in the, is it [name]?

PH
 [name]   

PA
 [name].  Is it [name]?

00:50:30

PH
Is it [name]?

PA
Well, I’ve got it all on my thing here.  [name].

PH
[name].

PA
The one with the long blonde hair.  She’d get very stroppy at times.  You can’t keep asking and asking. [name]s always lovely.  But there’s [name]  and [name], there’s another one,  [name].  And they can be quite difficult.  And if they, then they say, you can’t see the notes.  But I’m supposed to because I’m her representative for the Deprivation of Liberty safeguard.  So they’re supposed to give them to me.  And then they say, oh, they’re in the doctor’s room.  Any excuse but to give me the notes.  So...

PH
So I must assume they’re following the regimen that the psychiatrist has put her on.  And actually she doesn’t appear to be that bad, but she’s...

PA
At the moment.  

PH
I mean, but she’s still the same thing.  I mean, her behaviour and general, yes, behaviour, is as it always was.  And even the records would show that.  If you look, which I do every now and then, I look through all the daily record and I can see that every now and then she is quite handful.

RE
Do you think the medication helps?

00:51:56

PA
Yes.  

PH
I don’t know.  I mean she, for her experience is, yes it does.

PA
Well, she must helped at night times.  She’s having some, a little pill that I know is...

PH
Well, they’re using tranquilisers.

PA
Yes, but they’re not using a proper pill, a sleeping pill like we use, Dalmane.  And that used to put her to sleep at night.  

PH
Well, they’re using... Dalmane’s not prescribable.  For some reason the NHS felt that it wasn’t prescribe, not on their list.  But drugs like Temazepam are.  And it’s in that category.  And she slept very well with Dalmane, but she’s not sleeping very well on Temazepam.  And quite frankly, the dose that’s being used, I wouldn’t sleep on it.  I don’t think it would knock me out.  And the dosage with the tranquilisers also is not huge.  And we tried switching when Dr. Watkin was in charge on the various anti-depressants, or anti-psychotics, and I don’t think they made a huge amount of difference.  I could be wrong.  But I don’t see any huge...

00:53:10

PA
What, that she was quieter?

PH
Yes, but she has quiet spells anyway.  

PA
Yes, but they gave...  That’s because they gave her the lorazepam.  I think they did, but when they gave her the lorazepam I think it quietened her down a little bit.  But...

PH
From my inexperienced GP sessions, I would have described it a little differently.

PA
When we took her to our son’s wedding, which was three years ago now, and we took her to most of it.  To the synagogue.  She had my daily actually, who’s been with me for 20 years, as a carer, who took her in and helped her.  And she sat at a table with the children and somebody’s mum.  She got through that huge wedding.  

PH
She left after the meal because it was just too much.  

PA
Yes, but she was...

PH
I think she actually was there and she sang a bit, and she danced.

00:54:14

PA
Yes.  My son-in-law danced with her.  And then, during the synagogue, she said to my daughter, oh, it’s a wedding.  But we took her.  We tried to involve her with everything.  Which is the right thing to do.  And what this man she was living with did, it was his granddaughter’s wedding, and he never took Mummy to that.  He was a horrible man.  He didn’t take her.  I think this was coming on quite...

PH
That was your sister actually.

PA
For quite a long time before.  Because, the second will that she made said the same as the first will, but it said that he could stay there for the rest of his life, because he was much younger than her.  And... 

PH
But I think he’s...   She’s probably outlived him.  

PA
Yes, we think he’s probably passed away.

PH
We don’t know, but we think.

PA
But anyway...

PH
But that was actually the...  Her going to her great grandson’s...

Pa
Oh, she didn’t go to any of...

00:55:22

PH
It was the bar mitzvah.

PA
Yes, she didn’t go to my...  Anything my sister...

PH
And that was your...  That was your...  That was your sister did that.  

PA
My sister had functions for her, well, her daughter did, her granddaughter did.  And she wasn’t invited.  

PH
Basically, because they felt that she may become agitated or disruptive and that, to them, was more important than trying to involve a mother in a family function.  And we took the view...

PA
And I had a driver standing by to take her back from town for...  At the wedding, it was the Dorchester.  And I had a driver outside.  And my lady with, Indian lady, she’s lovely.  Took Mummy out.  I went out with her to the car, otherwise she was worrying where I was.  

PH
She works part time as the carer.  

PA
They set the table alight with the candles, the two elderly mothers.  But that was all.  But we tried to involve her in everything.  And on Friday nights she used to come to my daughter-in-law.  

00:56:31

I think to try and involve somebody with an illness is so important than just leaving them.  I mean, they’re just left here really.  A lot of the people, I’ve never seen have a visitor.  

RE
Does she ever leave the home?  Do you think she would be able to?

PA
No.  No, because I think it would be too difficult for us to take her out, I’d never get her back.

PH
Well it’s not just that.  We took her from this floor down to the garden, because they have an annual, maybe more, open days.  And it was lovely, the weather was beautiful and there was food down there, things to do, ice cream that she likes.  But she still upset all over the place.  And...  But, to get her in, we had to get her down in a wheelchair, which was not what she wanted.  And she got agitated.  Although, once we got here there and our friends were talking to her, yes, she did calm down.  So it’s seems one of the calming influences.

PA
She has to be the centre of attraction.  Attention.

PH
Well, she’s always been like that.

PA
Yes.

00:57:40

PH
But one of the things that does seem to calm her is actually people talking normally and involving her.  And one of the things she always said because, as I said earlier, people, it’s the same as every home.  I’ve never known...  I used to look after a home in my medical days, locally.  But when you went in there to see people in their common rooms, they were all sitting with their chins on their chests.  And that seems to be common to every single home I’ve ever walked into.  But it’s not [name]’s base personality.  She needs to talk and involve and be...

RE
She likes to be spoken to?  You said she didn’t like it in the doctor’s meeting when they were talking, sort of, about her but not with, not to her.  

PA
Well, she didn’t like the psychiatrist.  She said, I know you.  She said, I’ve seen you before.  She said, she was very rude to her.  She said, I know you’re a talker, you like to talk a lot.  She was very rude, wasn’t she, to [name]?  

RE
Do you think it’s important for her to have people talking to her?  

PH
Yes.

RE
You know, do you think that really...  Would help to reduce agitation?

00:58:53

PA
Well I think, had she been at home the whole time, she...  It... She would have had a different outcome.  I don’t think it’s a matter of when she dies.  I just think it’s a matter of quality of life.  If she’d have had two or three years of quality of life just at home, and she’d have gone with her make-up and in her lovely bedroom, her beautiful slippers and all her finery on, that would have been lovely.  And that’s how she should have gone.  Not in a place, I’m not going to say like this, because...

PH
It’s the same as any home.  

PA
It is the same as any home.

PH
I think it’s probably better.  I know it didn’t have a brilliant write up with the Care Quality Commission.

PA
No, it hasn’t with the CC...

RE
CQC?

PA
No, it hasn’t.

PH
If you look at the report, it’s a bit scathing about it.

PA
Because the carer I’d spoke to, who he looked after her at the agency.  The head of the agency told me how she...  

00:59:57

She would, to take her home, she would make sure she had girls to look after her.  She really took a shine to my mother and even took her into the office with her sometimes.  

PH
And she used to go shopping with her in [place].

PA
Yes, and...  But we just felt that, to take her out again, now, as she is...

PH
They couldn’t have handled...  They...

PA
I don’t think anybody could handle her.

PH
They said they could.  Well, they claim they could, but we had severe doubts.  

PA
And also, the lift sometimes broke down.  So how on earth would we get her up and down to the third floor?

RE
Yes, I’ve heard.

PA
She used to walk easily.

RE
Are there some occasions when you can’t reassure her, or calm her down?  

PH
I can’t recall any.

01:00:46

PA
No, I can’t.  No, not with me not being able to.

PH
I probably couldn’t because, sadly, I’m not the most patient of people.

PA
I could always do it.

PH
But she’s got the most enormous patience and love for her mother.

Pa
It’s the love.  So I can always calm her down.

RE
Do you think that’s the same for the carers here?  Do you think that they...?

PH
Yes, sometimes.  

PA
Some of them are lovely.

PH
The carers here have her in the office when she’s shouting and screaming and making a complete, not nuisance, but really performing.  And they put her on the phone to [name].  And she talks to her.  

PA
Oh yes.  I said, well, Mummy you’re on the phone to me.

01:01:29

PH
And eventually calms her down.

PA
And I used to be the same at home.  I used to say to the carers, if ever you can’t cope, put her on the phone to me and I’ll calm her down.

PH
Or we’d go round there.  When she was at home she was only about two minutes away.

RE
So how often do you get a phone call now?  

PA
Oh, quite often.  Quite often.  I used to speak to her every day.

RE
And here?  How often do you get a phone call from here?

PA
No, I haven't had one in a long, long time.  Because I phone, some of the girls I know, like [name], and I...  She answers the phone if I phone and say, how’s my mother today?  And she said, it’s [name].  Do you want to speak to her?  So I said, oh yes, I’d love to.  But otherwise they don’t.  There’s only one or two of them who will do that.  

PH
But they point out, sometimes, as I said, they just cannot control her.  She can.

01:02:23

PA
But, when we came in that evening, at eight o’clock in the evening and [name] and [name]  were in the office...

PH
 [name]
PA
 [name].  Who did I say?

PH
 [name].  You’ve got [name]  on the brain.  

PA
Yes.  So, she wanted to go to the toilet.  So she said, take me to the toilet.  So, I was trying to take her myself, and it was, I couldn’t.  It was very difficult for me.  So I asked [name]  if she’d take her to the toilet and she said, she’s just been.  So I said...

PH
I became a bit upset about that and I said to them, is there any law that says you can only go once?  Or maybe some people do go twice.  And why don’t you take her?  I may have been a bit more forthright than that.

PA
But  [name]  doesn’t do toilets.  

PH
But...  So, eventually, they did.  And she did want to go to the toilet.

PA
And she got somebody else to do it.  She did need to go, she had a tummy upset.  

01:03:31

PH
But she does tend to constipation because she’s got some problem with the bowel.  And sometimes she gets impacted, which we’ve dealt with.  Even though I’ve retired, I’ve still got a medical bag, which I haven't yet got rid of.  And she got impacted when the psychiatrist was visiting her at home.  And I actually had a small enema with me.  So the carers got her going and we emptied it without her going to hospital.  Maybe the General Medical Council would bounce me up and down for that, but so what?

PA
Anyway, the incident with the toilet, I did report to the head of place because I felt that was really wrong.  And they said, I’ll take it up.  And since then they’ve been okay with me.  I thought...  Didn’t want to because they’d take it out on Mummy.  But she seems to have been all right.  But the black girls are the best, the Jamaican girls.  And the ones who want to make funny jokes all the time, they’re really lovely with her.  And the young boys who’ve been in here.  But...

PH
I think on average the care here is good.

PA
Yes.

RE
So I think, I mean, we’ve talked a lot about, well everything actually.  But there was just a couple of things I wanted to finish from my point of view.

PA
Yes.  Yes.

01:05:02

RE
Just about how it, sort of, makes you feel when she gets agitated or distressed.  How does it make you feel?

PA
I’ve nearly had a nervous breakdown over it.  I’ve been in a real state at home because, I don’t sleep.  I think about my mother and where she’s sleeping.  And what she’s...  How she’s ended up when she...  I’d promised I wouldn’t put her in a home.  How the Court of Protection are treating us.  They don’t treat us like people.  We’re treated like animals, I think.  Worse, they treat us just like...  What...?  How would you describe...?

PH
I think animals is a bit strong, because they’re quite nice.  

PA
Yes, that’s true.  But they treat us so badly.  They have an attitude problem.  

PH
They have an attitude, because they give...  They appoint a deputy who’s always a lawyer, and they seem to be much more interested in the fees they can charge than the welfare.  They use a lovely phrase that...  Follow this phrase, best interest.  So the home is going to have a best interest meeting.  They want to know what’s in our mother’s best interest.  I said, well, all you have to do basically is look at what she wanted when she had full capacity.  

01:06:30

And then you can see what could be in her best interest, not to go against that.  And we’ve had such problems with these people.

PA
Do you know, I have not been a...  I was a...  We were given one days’ notice that they had a bed in this home.  So myself, I’d already ordered the labels, because I knew she had to go in somewhere.  So I had one day, myself and two carers at home, to get everything ready to bring her in.  And the Court, the solicitors, had not allowed me to go back in my mother’s flat to collect clothes.  To collect a yellow coat that she had, that was very light, so I could take her downstairs for a sandwich and coffee.  They wouldn’t let me go in there.  So the woman travelled all the way from Birmingham, charging, all the way down and brought some clothes from the home, my mother’s home, and brought the wrong coat.  Because Mummy hasn’t worn that coat for years.  I know what she wore.  And she’s not allowed me to go into my mother’s home.  

PH
What they do is...  She wrote me letters...

PA
To collect her clothes.

PH
This lawyer, the deputy, wrote me a letter saying, yes, we will ask family members what they felt, a) about care, about the funding of the care, about her property, all these things.  Then she says, but at the end of the day, I will make the decision.  And one of the decisions they were going to make was they were going to sell her property to...

01:08:10

PA
With all her...  My father’s paintings and everything.

PH
To fund whatever they wanted to fund.  Either her care, which I don’t think applied, or whatever great scheme they had going.  And we were opposing that on the grounds that you cannot sell the property because a decision hasn’t been made where she’s going to reside.  And we wanted her to go back home and...   But now I don’t think she can.  But, at that stage, yes, she could have done.  But then we got ourselves involved in best interest meetings.  The Deprivation of Liberty safeguard

PA
And now there is...  They’re saying that I...  My sister lives in America most of the time, she’s got a flat there.  And now they’re saying that I’m allowed to go into the home to choose something that I would like as a remembrance, and I’ve got to go in with my sister’s children.  Because my sister’s in America, presumably she doesn’t want anything, because she’s sold her house.  But I’m not allowed to go in and take...  My grandmother had a dish in there that is...  They weren’t using those.  You know the three-tiered ones, they’re using those again now.  I’m not allowed to go in and take anything.  All the family’s stuff, or give them to my children, and I have four children.

RE
I’m so sorry.  It’s...

01:09:38

PA
That’s what it’s like.

RE
How do you cope with the stress of that and this?

PH
I get...  I get angry.  Because that seems to be the way I react.  And I’m involved in letter writing and opposing them.  I’m trying to get the deputyship taken away from them.

PA
We’ve got so many books.

PH
Because I think that what they’ve done is certainly not in [name]’s best interest.  For example, I was going to try...  I had the attorneyship because, although her sister opposed the power of attorney, they couldn’t find a deputy.  So they asked me if I would manage [name]’s affairs and property and finances until they found one.  And that took nearly a year.  So, in that year, I was applying for continual health care because I felt [name]  ticked all the boxes on cognitive and behaviour and mobility and all the other things, the boxes you have to tick on their checklist.  And she should have qualified for it.  

The deputy, when she took over, in spite of me telling her that, said, no.  They didn’t see why a private company should handle it.  They had a department that just dealt with it and they’d take it over.  I’ve found out, I couldn’t work out why the funding wasn’t being done or even a checklist or social services were getting involved.  And it turned out that they’d applied to the wrong people.  

01:11:20

They went for what was called the retrospective team, not the ongoing team.  And so they had never done a checklist.  Then they said to me that the, our social worker had told them that [name]  would not qualify.  And then this partner in the firm, lawyers, said, in her opinion, as if she had a medical qualification, that she wouldn’t qualify.  So I said to them, with all due respect, I may be no good, but I was a GP of some 50 plus years’ experience, dealing with demented people and psychiatric cases.  Perhaps someone should have asked me whether I thought she would have qualified, because I was going for it anyway.  

So eventually I got hold of the social worker and I said to him, you say she won’t qualify.  I suggest you and I sit down with the form and go through it.  And we went through it, looked at the carers’ records, and he looked at me eventually and he said, you know, you’re right.  She ticks all the boxes.  But he didn’t even have the grace to apologise.  Then he disappeared off somewhere.  And then the process went through.  So now the need to sell her home isn’t quite as urgent to fund for her care because the NHS are paying for it.  So that’s the kind of problems you have.  

And then you get involved with the public guardian, who’s supposed to be looking after vulnerable people, such as [name], or perhaps other people in here.  But they’re not really interested.  All they’re interested in is ticking their boxes and supporting their deputy, even though anybody can see what they’ve done is totally wrong.  

01:13:17

PA
I phoned the Daily Mail to see if they were interested in the story...

PH
They weren’t interested.

PA
Because from time to time they put the stories in.  But they said they had, they’d done too much on that at the moment and they didn’t want another story, so.  I’ve tried everything.  Because I think people ought to be aware of what these solicitors are doing, and what the courts are doing.  I mean, what they did to those soldiers, just outrageous.

PH
It’s all box ticking.  You know, if ever, we don’t believe you are, if you’re involved with the NHS, it’s all box ticking and it’s all looking for targets and it’s all this that and the other.

PA
No she’s...  You’re not involved in the NHS.  You’re involved with University College Hospital, aren’t you?  I realise that’s just NHS, yes.

RE
Yes.  I mean we do...  We work in an NHS setting so we’re...

PH 
Via the University, basically.  But it’s quite rare.  That’s why I gave up, I could have worked on forever, even though I’m over 80, I could have carried on because there’s no forcible retirement age.  Used to be 70, but now it’s not.  But I couldn’t handle this administration any more.  The medicine, fine, and dealing with people, fine.  But the administrators are a nightmare.  

01:14:44

RE
So those are all the questions from me.  Did you have anything on here that you wanted?

PA
I doubt it.  I think we’ve been through...

RE
We have.

PA
Absolutely everything.

RE
Sorry if I’ve kept you for much longer.  It was just so interesting.  

PH
No, not at all.

PA
Not at all.  I’m pleased that we told you everything.

PH
But I’ve also...  I’ve got this funny gut feeling somewhere down the line that even people with severe dementia retain something.  And maybe, if there is a deep sense of frustration, within, you know, because they’re trying to get something over and they can’t.  They haven't got the capacity to, sort of, do that.

RE
How do think that, sort of, manifests in them?

01:15:29

PH
It’s sort of locked inside them and just get so frustrated about the whole business.  And they explode.

RE
Is that from your...?  Okay, so you think that leads to...?

RH
That’s just a funny feeling I’ve got.  

PA
What?  What was that?  Sorry.  

RH
That people like your mum, [name] asked, that sometimes some kind of awareness is locked inside them, but they can’t convey it.

PA
Well that’s what I think.

PH
They don’t know how to convey it and they get so frustrated that they just explode.

PA
Yes, possibly.  Possibly.

PH
And if that’s their personality before they get dementia, then that comes out as well.

01:16:05

PA
But she was always a busy, busy bee before.  She’d go shopping, she could out shop me and out walk me.  She was very fit because of the dancing I suppose.  And that’s probably why she’s always talking in here, and she’s not one to be nodding off all the time.  Because she was so active all her life.

PH
But because of her mother, her grandmother, who was a dressmaker of some quality.

PA
And she used to play the violin and an orchestra.

PH
Her mother knows all about clothing.  And she says that when we had a big problem with the dress that she had at our son’s wedding, that she wished her mother had been there to advise her because her mother would never have allowed her to go out in that dress.

RE
Lovely.  Before I turn the recorder off, is there anything else that you would like to add?

PH
No, I don’t think so.  Not for me.  

PA
No, I just hope you can help these people in some way by speaking to everybody.  

RE
I hope so as well.
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