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Speaker Key

RE	Researcher
PA	Participant
UM	Unidentified Male
UF       Unidentified Female

00:00:00

RE	Okay, we’re recording. 

PA	Hello.

RE	So, hello. Thanks for agreeing to talk to me. So as you know from reading through the information, I want to ask you about your experiences of visiting your mum here, because we’re particularly interested in why people with dementia get agitated. And it can be very upsetting to come into a care home to see people who are agitated. So I want to hear what you make of that, really. And there’s no right or wrong answers to my questions, I just want to hear what you think.

PA	So I don’t get a grade at the end.

00:00:34

RE	You don’t get a grade at the end. So as I said, I haven’t met your mum, so I don’t know very much about her. So I wondered if, to begin with, you could just tell me a bit about [name].

PA	Right. Okay. She’s… age, she was xx a couple of weeks ago. She’s fiercely independent. The main thing she’ll say to everybody she sees is, ‘can I go home now, when can I go home, can I go home?’ She absolutely hates being here. She hates the loss of dignity more than anything else. She hates having one-to-one care – although she needs it – because she’s got no time on her own. And she keeps saying, ‘I’m not as old as all of them, am I?’ looking at the other people.

She has lucid moments, she has sad moments, and she has agitated moments. And you never know which of the three you’re getting, but they’re all… the one thing in common is, they’re separated by sleep. The only thing that changes her from agitated her to happy her to sad her is sleep. So you can be talking to her, she’ll go to sleep, and she’ll wake up as a different one of the three people. And you never know what you’re getting. It’s a bit like an alcoholic. But she’s not, because there’s no alcohol here.
00:01:56

RE	So do you find that those different moods she’s in are quite distinct from each other?

PA	Oh, it’s not the same person. The normal, interested in you her could not be more different to the agitated her.

RE	Okay. And when you say agitated, what do you mean? Can you tell me a bit about how she is when she’s agitated?

PA	Physically, she gets very, very worried about the most obscure things, like, I haven’t got money to pay the carer who helped me with my lunch. You know, really strange things she worries about. But also, she wants to get up, she wants to walk, and the rest of it. But the major, major issue with her, is she is absolutely petrified of soiling herself. So she will say, five times in every ten minutes, ‘I need to go to the toilet’. Because she’s so petrified that she won’t… she’s realised that she’s sort of incontinent, and it scares the life out of her. And that’s what drives pretty much all the staff here, they have to be saints. 

Because when I visit her, I send the staff away, but My brother doesn’t. I send the staff away on a break, and I’ll stay with her 45 minutes or whatever. But I know within two minutes, it’ll be, ‘I want to go to the toilet’, which I need to get staff back for. And I can now talk her out of that, and it’s not like she really does want to go. But she doesn’t need to, she’s just petrified of smelling, basically.

00:03:30

RE	Yes. So when you say you talk her out of it, what do you say to her?

PA	Well, either I change the subject, and she’ll forget it for a couple of minutes. Or I tell her that she’s just been. Or I explain to her that she’s wearing pads and it’s not a problem. Or I tell her to stop driving me mad. Or something along those lines.

RE	Okay. And what kind of response do you get? Do you find that that normally works? Or does it work some of the time?

PA	Yes, yes, but the carers do tell me it only works with me, and they can’t do it.

RE	Okay. So how do the carers respond?

PA	They take her to the toilet.

RE	So they take her quite often, then.

PA	Because I think they have a duty of care. If she says she wants to go to the toilet, they have to take her. So I’ve seen then take her, come back into the room, sit her in the chair, and then take her again, because she says she wants to go again.

00:04:10

PA	And it almost dominates her life, that she is so petrified of soiling herself.

RE	Yes. And do you think it’s helpful for the staff to keep taking her?

PA	I think that they would be too scared if they missed the crying wolf bit. And I think they would feel terrible if they then had to change her and all the rest, when she’d said she wanted to go and they hadn’t taken her. And I think they’re sort of programmed to say yes to whatever the people ask for. So, yes, I think that it’s the easy option for them, is to take her.

RE	And do you think that there are any other things that they could try, or things that you might… things you think might work better?

PA	Yes, I think they could try and educate her that if she’s wearing the pad and she does, you know, five millilitres of wee, it doesn’t actually smell, and everybody isn’t going to look at her and say, I know what you’ve just done.

00:05:10

PA	But you can’t. She’s got to have some dignity, and if she says she wants to go to the toilet, you have to take her. But I would say it’s probably… In fact, I read her record sometimes, and it’s every 15 minutes she says she wants to go. And she, you know, once an hour actually does want to go, but will go four times for the once she needs to.

RE	The staff must be very patient.

PA	They’re unbelievable. The staff are unbelievably patient. Yes. Because my brother, because he had the stroke and he’s aphasic, he has very little patience. And it’s quite toxic when they’re together, because he just hasn’t got the patience when she’s in the agitated mood. And it’s better to keep them apart.

RE	Okay. So how does your brother respond to it?

PA	Well, we’re never here at the same time.

RE	Is that deliberate?

PA	Yes.
00:06:02

PA	Because we try and get her visited every day. And he lives very local, and he doesn’t work. So I come two or three times a week, and he comes every other day. But what I hadn’t realised until recently is, I come for an hour, he comes for about ten minutes. But he leaves if her agitation is agitating him. But, you know, he’s not well and he can’t cope. So when she’s good her, then it’s all fine. But he can’t cope with agitated her.

RE	Okay. And how do you cope with it when she’s agitated, when you come in?

PA	It’s not my mother. I turn into one of the carers for somebody who isn’t my mother.

RE	And is it, I mean, what kind of impact does it have on you, say, after you leave, when you’re on your way home? Is it something you think about?

PA	This is a really, really sad thing to say, but it doesn’t. It did, for years. But I now get in the car and can switch off. Because otherwise, it used to, oh, it was horrible. But I can cope now.

RE	Okay. So how long has she been in the care home for now?

PA	This one? About 18 months. And she was in another one for about 18 months before that.

00:07:19

RE	Okay. And what was the reason that she moved?

PA	Oh, very simply, that was sort of very, very… Okay, my mother suffers from something called trigeminal neuralgia, which is, do you know what that is?

RE	I don’t know what that is.

PA	It’s the world’s worst thing. It is, if you read up on it, it is the worst pain known to a human. And it affects, what it is is, if you think of a wire, how it’s wrapped in plastic within other wires, the nerves in her face, the wrapping is gone. 

RE	The myelination?

PA	So the nerves touch each other, and send electric sparks up her face. And she is hugely, heavily, takes a lot of drugs to cover it. It’s the drugs that epileptics take, to try and deaden the nerves in her face. But the pain is excruciating. And when my father died, about seven years ago, she became just panicked – before Alzheimer’s, before anything – about the medication. And she overdosed a couple of times. Because, like with the every five minutes wee, she was taking the pill every five minutes, because she couldn’t remember whether she’d.
00:08:31

PA	And that was when the Alzheimer’s first started. But it meant she couldn’t live on her own. And neither my brother nor I could cope. So we found a nursing home in Elstree, but it was very, very low-care. All they did really, for her, was because she was very active and very fit then, all they did was make sure she took the right pills at the right time, and otherwise she just lived her life there. And she was fine, and we could take her out, and she was continent, all the rest of it. Is continent the opposite of incontinent?

RE	Yes.

PA	Okay, all right. So it was all cool and fine, but then the dementia started, and started to take hold. And she got a lot of infections, UTIs, and was in and out of hospital. And one day they told us that they wouldn’t take her back. And so she spent the best part of three months in hospital while we tried to find her somewhere else, and we found here.

RE	Okay. So when did the agitation start?

PA	The agitation has only started… probably in the last year.

RE	Okay. So you said a lot of it is driven by this anxiety about soiling herself, and getting to the toilet?

00:09:51

PA	Yes, well, also she’s always been phenomenally active, and she cannot bear the wheelchair. I don’t need the wheelchair and all the rest of it, and she wants to get out of bed, and she wants to get up and go for a walk, but she’s not capable, physically. But her brain doesn’t know that, and that’s why she’s a danger to herself, which is why she has the one-to-one care, and also why she gets so agitated.

RE	Okay.

PA	But the wanting to get up and walk around is a reflection of the agitation, it isn’t the agitation itself. Her brain knows she wants to… ‘When can I go home’; ‘I don’t need to be here’; ‘take me home, please take me home’. You know, and when you’re visiting: ‘don’t leave, don’t leave, please don’t go’. It’s difficult to cope with.

RE	Yes. So why do you think she’s saying those things? What do you think she might be feeling?

PA	I’ll tell you why she’s saying these things, because she exactly means them: she wants to go for a walk; she wants to go home; she doesn’t want to be here; and she doesn’t want to soil herself.

00:10:51

RE	Yes, so it sounds like her losing her independence is the main thing driving all of this, then: she can’t get to the toilet, she can’t walk around.

PA	Completely! Absolutely, completely. She keeps saying to me, can I go home? And I say to her, mum – you know, when she’s in a sensible mood – think about it. Can you look after yourself? Can you cook for yourself, can you go for the toilet? And she’ll shrug her shoulders and say, I’ll try. But she knows she can’t. But it’s the loss of… she was, when she was younger, the most independent person’s who’s ever lived. And she can’t cope with losing that independence.

RE	And does she… it sounds like she definitely knows this isn’t her home, but does she know where she is?

PA	Two of the three hers do. Does she know where she is? She knows she’s in a care home. We sometimes make it out that she’s in a hospital. And when she asks if she can go home, we say you’re not well enough yet, and when you get stronger, of course you can. You know, knowing she’s…		

00:11:53

RE	And how does that go down?

PA	I don’t think she believes it, but it calms her down a little bit.

RE	Okay. And are you having those conversations when she’s more lucid?

PA	Yes, of course. When she’s not lucid, you don’t have any conversation, really.

RE	Okay. So you said that she’s switching between these three different… personas, maybe, after she sleeps. So how often is she sleeping? You said she only sleeps short periods of time.

PA	Oh, she’ll fall asleep all the time, yes. She’ll sleep for 15 minutes, and then wake up as one of the others.

RE	Okay, so she could cycle through a few of these in a day, then.

00:12:27

PA	I can be here for an hour and see all three.

RE	Okay. Is there anything that… I know you said earlier that it’s quite unpredictable, but is there anything that makes you think she might be about to become agitated? Is there anything that leads up to it?

PA	Yes: needing the toilet….No, because she tends to wake up agitated, so I don’t know what’s going on in her sleep. I think it’s triggers in her sleep that make her become agitated. She loves most of the staff here. There are one or two who she doesn’t like. I don’t know who they are. My brother does, but I don’t know who they are. And she’s a different person depending…because she has the one-to-one. And it is very… for an independent person, that’s really difficult. I mean, I don’t like people, so I can understand it. She doesn’t like people either.

RE	Has she always been like that?

PA	Yes. She’s been very independent and very solitary. And, you know, the thought of having… if I had to… it’s why you get divorced, because you can’t be bothered with somebody 24/7. And she finds it very hard. You know, she was married to my father for 60 years, and I don’t think they spent more than 20 minutes in the same room on any given day. Just, that’s what they did. And she finds the one-to-one very hard. Now, some of the carers know that, appreciate that, and are almost in the room without being in the room. And she seems to be much better. But some of them think they have to permanently be saying there, there and stroking their heads. And I think, I could never say it to them, because they’re trying to be nice, but that increases her agitation.

00:14:16

RE	Okay, so there’s some inconsistency then, in what the one-to-ones are doing, and what they think they should be doing.

PA	It’s even more simple than that. There are full-time staff who see her a lot who know how to handle her, and there are agency staff who see her once, who are so desperate to be caring and lovely and kind and nice that they get it completely wrong.

RE	Yes. So, do the one-to-ones.. is it a mixed bag, then? It could be permanent staff, it could be an agency?

PA	It tends to be permanent staff during the week. And I don’t know about nights: I’ve never been here at night, but you’ve got that to come. Weekends, you quite often get agency staff who have never been, well, they might have been here, but they’ve never been with her before.

00:14:55

PA	And they try very hard, but they don’t realise that she needs her independence, as much as you can safely give her.

RE	Yes. And do you think that they, the agency staff, are getting much support from the permanent staff? In terms of, you know, are they introduced to her properly?

PA	I would say, in my opinion, none whatsoever. They will say, ‘you’re with [name] today, and room [xxx], and phone me when your shift’s finished’. You know, it’s not…

RE	Yes, they don’t really get any background information or anything.

PA	I don’t know, but occasionally they read, I mean, she’s got a huge file of her notes in the room, which I always read when I come, to see how she’s been. And occasionally I get here when they’re starting their shift, and they’re reading her notes. And they do all write, I mean, there is every hour since she’s been here, for 18 months, I can see what she’s done. They are very good with their note keeping. But I don’t know whether they read them, whether they read the other people’s. I’ve seen them do it, I’ve also seen them not do it.

00:15:59

RE	Yes, I mean, if they’re making entries every hour, it’s quite a lot of information to read, then, if you’ve just come in for your shift, isn’t it? How far back are you meant to read?

PA	Yes, absolutely. There’s no summary. If you want a recommendation, there should be a one-page how to treat [name] summary at the front of the file. Which there’s not. And that, for anybody passing by, would really help. The nurses run this place, and they’re fantastic, but generally at weekends there aren’t any on this floor. There’s, during the week there’s one or two nurses per floor. At weekend, I think there’s one or two for the whole building, who are not on this floor based. And the nurses would make sure everybody are fully briefed, know what they’re doing, know their patients. But when they’re not here, I think it does get a little bit lax.

RE	Okay, and do you think that it’s similar in the night-time?

PA	I don’t know if there’s a nurse on in the night-time. But theoretically, you’re supposed to be asleep. But I know from her notes that, 1:00, wanted the toilet, 2:15, wanted the toilet, 3:10, wanted the toilet.

RE	Well, I think when you’ve got dementia you don’t remember when you’re meant to be asleep.

PA	Well also, you don’t know if it’s day or night.
00:17:12

RE	Exactly.

PA	In fact, they were telling me at the other place that there’s happy hour about half-six and half-seven, just, everybody goes loopy.

RE	Half-six in the morning?

PA	No, no, in the evening. Between about half-six and half-seven in the evening, it’s happy hour, when just, they just sit back and watch, because everybody goes mad. Nice, got this to look forward to.

RE	It’s their way of dealing with it, then. Calling at happy hour.

PA	Well, that’s how they dealt with it in the last care home.

RE	Okay, so when some of the agency staff are, you know, you said, holding her hand, and saying, there, there, and it’s not really the right approach, how does [name] respond to that?

PA	I know her very well, because she’s my mother, and she’s hating it.

00:17:54

RE	But does she show it in any way?

PA	Oh, no, no, no. She’s all, ‘darling, you’re so kind’. But I know that’s not what she would actually want.

RE	Okay. But she’s behaving as if it is what she wants?

PA	Oh, she always does, she always does. You know, they can be shovelling something she absolutely hates into her mouth, and she’s not the sort of person who would say, ‘but I don’t like onions’.

RE	That’s interesting.

PA	So she’ll say, ‘mmm, lovely, thank you’. And I’ll say to her, when I’ve sent the carer away, ‘how was lunch?’ And she’ll say, ‘blech’. But I’ve seen her having her lunch saying, mmm, ‘this is lovely’.

RE	Okay. So do you think that she has quite a good relationship with the staff, then, because she won’t upset them?
00:18:36

PA	They all love her, they all love her, because she would not want to upset, even the ones she doesn’t like, she would never want to upset. So, you know, she would never want to upset. So they do like being with her, because she’s polite.

RE	Okay. And do they ever find her difficult to manage when they have to maybe do things with her she doesn’t want to do?

PA	Yes, yes.

RE	So when does she become more difficult?

PA	She becomes more difficult, one of the three, the very agitated her, can lose a bit of the politeness. 

[Carer enters room to put wheelchair away]

PA	Hello! You’re with my mum. She’s not in that chair, you know. You haven’t lost her,   have you?

UM	No, no, no.

[Carer leaves room]

PA	So, yes. That’s, he’s her one-to-one today, he’s her absolute favourite.

RE	Oh, really?

00:19:31

PA	Yes, because he sits and reads his book. And what we’ve done is, she won’t watch television, she’s totally disinterested. But we’ve put a television in her room with subtitles, and when my brother or I are there, we encourage the carers to have it on, and to watch it, because then she doesn’t feel like she’s just being watched the whole time.

RE	Yes. Does she watch it, or it’s just for the sound?

PA	No interest. I’m not even sure if she can see that far. I don’t think her eyesight’s very good. She can smell me, she knows my aftershave, and she knows it’s me. I don’t think she can see me, because I brought my daughter a couple of weeks ago to surprise her, I don’t think she could see her. Don’t think she knew there was somebody in the room.

RE	So do you think that maybe her eyesight could contribute to her feelings of anxiety?

PA	No.

RE	No? 

00:20:21

PA	Because then she’d tell people.

RE	Yes, okay.

PA	She pretends she can see perfectly. But also, I don’t know if it’s a dementia thing, but what I have noticed is, when she’s in her very agitated state, she loses all her coordination.

RE	Oh, really?

PA	If she’s good, if she’s the good her, I could give her this bottle of water and she’d drink it. The agitated her would miss the bottle of water with her hand. So there’s something… mental going on.

RE	Hm, okay. It’s interesting, you’ve said the kind of staff that she prefers are the ones who just kind of get on with their own thing, and let her feel like she’s got a bit of personal space. I could imagine, for an outsider coming in, if they saw a staff member reading a book with her, they might think they’re not doing their job. 

PA	Yes, yes.

RE	It’s just interesting that the kind of…

PA	There’s 300 people in this building, and why should they all be the same?

00:21:15

RE	Yes, no, it’s really interesting to hear how actually, the things you might think are the right thing, like holding her hand, actually…

PA	Oh, I would be so happy if, no, if I walked into a room, which I don’t really think I want to get him into any trouble, because he’s handling her perfectly, but I’m sure with other people he is saying, there, there, and stroking their head. But if I walk in and he’s either reading the book, or writing up the notes, or looking, glancing, at the television, I can almost guarantee she’ll be in a better mood than if he was all over her.

RE	No, it’s very interesting. And do the nurses here know that that’s what works well? Do they encourage that kind of approach?

PA	I have absolutely no idea, because I never talk to the nurses. Or very rarely. I mean, I know them all to say hello to, but no more than that. ‘How’s Mum?’, ‘Fine’. That’s it. ‘A bit agitated today’, or ‘fine’, they’ll say. And that’s fine by me, because they’re professionals doing their job.
00:22:02

PA	I’m not going to tell them how to do their job. You know. I only know one person in the world with dementia, they know thousands. So if they think that somebody should be stroking her head, and saying, there, there. But I know if I were her, and I very nearly am her, because I’m very close, mentally, to her, I wouldn’t want them within ten metres of me. I would, like her, want to know that they’re there to catch me when I fall over. But I wouldn’t want them saying there, there, and stroking my head.

RE	Yes. We’re all different, aren’t we?

PA	Yes! And that’s why there’s no right and wrong. But to me, a carer sitting right next to her bed, reading his book, is great. I’ll go for that.

RE	Great. So I wanted to come back to this pain you said that she has. Is that well managed at the moment, do you think?

PA	Do you know what’s really difficult, is that she can’t tell me when she had her last attack. Now that either means she hasn’t had one for ages; or she’s forgetting about them; or she seriously is so brain-dead that she doesn’t know when she last had one.

RE	So it’s not consistent pain?

PA	But I do know…. oh, no, no, it’s not. At its absolute peak she was getting two or three attacks a day. And she would scream the place down for maybe ten seconds.

00:23:30

RE	In here?

PA	No, no, whenever she has an attack. That’s what trigeminal neuralgia is. You’ll have one attack that will last about ten seconds, and that’s it. And she was, at her very very worst, when we were at [place], under the specialist there, it would happen about three times a day. And then it takes her about an hour to get over the shock of the pain, and then she’d be back to normal and carry on. It’s not all the time, it’s not an incessant pain. It’s like somebody stabs you in the face with a knife – it’s that quick. And then it’s over. And then you get over being stabbed, and wait for the next stabbing.

RE	Sounds horrific.

PA	It’s unbelievable, it’s absolutely, what the professor at [place], who she was under, it’s very rare, was saying that all they want is for the Queen or Margaret Thatcher to get it, so that they’ll throw some money at research. But at the moment, I gave some money to them, to their charity for research, and they were phoning me saying, are you sure?

00:24:27

PA	Because they just don’t get donations. It’s a horrible, horrible thing.

RE	So you think it’s possible she could have had some attacks?

PA	She has, because the nurse told me she’d had one. The nurse had witnessed one. So I went back to her room and said, mum, how’s your face? She said, oh, it’s been fine. So unless she’s become the world’s expert at blocking it out, or it’s the good bit of dementia?

RE	Hm. I just wondered if that might influence her agitation at all.

PA	Yes, yes. 

RE	What do you think?

PA	Over the past 20 years, the amount of times that I’ve been talking to her on the phone and the phone’s gone dead, and I know instantly that means she’s got a sense that one is coming, and it might be three hours away, but she senses that one is coming, and three hours later she gets the pain. I think part of the agitation could be that process, that’s just manifesting in a different way.

00:25:30

RE	Okay, so how do you think it could be manifesting now in the behaviours that we’ve talked about?

PA	I think it could be bringing on some of the… what’s the word – the agitation.

[A different carer enters room to fetch a wheelchair] 


UM	Sorry.

PA	No, it’s good! That’s a nice one, love that one [in reference to wheelchair]. 

[Carer leaves room]

PA	That’s the, maybe, yes, she switches into agitation when she thinks she’s about to get a pain. That’s quite possible.

RE	Okay, so I know you said she likes to spend time by herself. But are there other things that she does enjoy doing? Does she like going out in the wheelchair?

PA	Not for years. No. She loves fresh air, and when the weather’s okay, my brother or I will take her down to the garden. And the last care home she was in had absolutely beautiful gardens, and they didn’t see her between meal times, she was just off walking. But she can’t do that on her own now.

00:26:26

PA	And they do, the carers do, they like it, because it’s something for them to do with her. But the trouble for us is, we get her downstairs to the garden, almost before you’re down in the lift, and it’s, ‘I need to go to the toilet’. When she’s just been before she’s left the room.

RE	Okay, so that doesn’t distract her from that worry? It comes with her.

PA	No, no, no, it doesn’t, she takes the worry with her. Probably more so, probably more so, because she thinks she’s going to see people, and like we said, that’s what she’s frightened of. 

[Another carer enters the room to return a wheelchair]

PA	No… Wow, now that’s a good chair. Wow. I like that one. Yes, so I think that the expectation of the pain is… is that your bag? [To carer]

UF	No, it’s for the resident.

[Carer leaves room]

PA	I think that’s a manifestation of the agitation, I think it causes agitation, when she expects to be in pain.

RE	Okay, great. So we’ve covered quite a lot, then. We’ve talked about the kind of agitation your mum gets, and it sounds like a lot of it is to do with her losing her independence.

PA	Yes, I think it is.

RE	We’ve got the pain, worry about going to the toilet. Is there anything else that you think could be causing the agitation?

00:27:45

PA	It’s the loss of independence. You know, I just, she’s changed completely recently, but she used to drink a huge amount of coffee. Now, it’s one thing to make yourself a cup of coffee, but ask someone, when it’s one-to-one care, who then has to put you in a chair, take you to wherever it is. In fact, she’s stopped drinking coffee, which is really weird, because her whole life she’s drunk huge amounts, and now she doesn’t any more. In fact, her taste has changed completely. She would have been sick at sweet things, and now she’ll drink a glass of orange squash, it’s really weird. But I think she’s lost… I think she misses that, being able to just, you know…

RE	It’s the small things that we take for granted really, isn’t it?

PA	Yes, and I think at times that plays on her mind, that she can’t get a drink of water.
00:28:40

PA	You know, just think if you had to ask someone, and it became a major affair, including three visits to the toilet, and god knows what else, just to get a drink of water. It’s horrible. And I think she knows it’s horrible, and I think it plays on her mind.

RE	Yes. So you’ve said that you sometimes reassure her, and tell her she doesn’t need to go to the toilet, and it’s not as big a deal as maybe she thinks it is. Are there any other things that you find do help?

PA	I don’t know, because the staff say to me she’s only calm when I’m here. So I find it difficult. You know, I hold her hand and talk to her and try and calm her – talk her down, you know. I used to, when she was first here, getting really, really agitated, I used to play Tibetan singing bowls on my phone: just anything to try and calm her down. She’s much more agitated with my brother than she is with me. But who wouldn’t be?

RE	Thank you. So, it’s been really interesting. 

PA	Is that it?

RE	Yes, that’s it.

PA	I don’t get grades, though, damn.

RE	Well, we don’t have to end. Is there anything else that you wanted to add?

00:29:52

PA	No! No, no, no. I don’t really know what you are wanting to know.

RE	I’m just interested to hear, you know, how it is your mum and what you make of it.

PA	It’s hard, it’s very hard for her, you know? And I’m very lucky that I can get in the car and turn the radio on and not drive home worrying about it. And my brother, every time he comes here, as he leaves, he phones me to tell me how she was. I actually don’t want to know. And I can’t tell him not to phone me, but I don’t want to know.

RE	Because you don’t want to think about it when you’re not here?

PA	Yes. I’m here often enough that I worry about it when I’m actually here. If it’s his turn to come, I wouldn’t tell him. Because when I come, I phone him and say, ‘yes, she had a really good day today’. She could have been climbing the walls. But I just, what’s the point of making him worry about her?

00:30:46

RE	Yes. Do other people come in to see her as well, or is it just you and your brother?

PA	Well, we discourage it, because in rational moments she discourages it. We’ll say to her, ‘X, Y, Z wants to come and see you’. And, ‘Oh no, don’t let them see me like this’. And you’ve got to respect that. And so, we tell people it’s their choice, and it’s up to them. But I would say to people, remember her as she was, because she’s, you know, a shadow of what she was two years ago. So I discourage it. We do have a cousin who works for [care home organisation], so works here. So she pops in very regularly. But it’s the same as the agency staff against the normal staff. With her or my brother or I, who she’s seeing all the time, she’s used to it and knows how to react to it. But I think, you know, if her long-lost sister walked in, I think it would freak her out. So no, she doesn’t, she’s visited very, very regularly, at least every day. But she discourages new people from coming to see her. Quite rightly. I wouldn’t want to be seen like that.

RE	Okay. Thank you.

PA	Done?

RE	We can finish now, if you like.

PA	Yes. Of course, I have the right to terminate the interview at any time!

RE	Would you like to terminate the interview?

PA	Yes. Interview terminated, 2:39.
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