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Speaker key

RE	Researcher
PA	Participant

00:00:00
  
RE	Thanks for agreeing to talk to me today, [PA]. As I’ve explained already, this part of the study is interested in symptoms of agitation in people who’ve got dementia. We’re interested in that because it can be quite distressing for that person and also for, you know, people like yourself coming in to visit, and also for the staff members. So, I wanted to hear a bit about how it’s been for you and what you make of the agitation you might have seen here.

The interview is going to be recorded and then it will be sent away and transcribed and I’ll make sure that anything identifiable is taken out of the transcript, so I’ll take out your names or anything like that. So it will all be anonymous.

So, I wondered if, to start with, you could tell me a little bit about [RES]. You told me a little bit before I put the tape on earlier.

PA	He was a very lively, full of fun and jokes, and always the centre of attention when we went out. He was extremely likeable and he had a very lovely personality. He did a lot for charity. He used to do a lot of the boxing nights for [charities], and telling jokes and appeared on television telling jokes. He was extremely lively, so this was a terrible shock, to see this now; he’s just not here anymore.

00:01:31

RE	You said he’s got Lewy Body Dementia and you’ve had him for a year at home and now he’s been at this care home for two years?

PA	He had it for two years at home, and he just progressively got worse: seeing things, shouting, thinking people were in the house and calling out to them to get out of his house. Really quite bad, you know. It was quite frightening for me because I’d never seen that before, ever. So, to suddenly have a man who is getting so agitated and worried about all these things he was seeing was just dreadful, and there isn’t that much help available. You know, the doctors don’t have a lot of time and they don’t really understand it, because they’ve not observed it – unless they have observed it with their parents – but it was quite frightening.

RE	So when he was seeing things, you said earlier it was sometimes people, what sort of…

PA	Animals. Mice – he saw mice, and bugs crawling up the wall, and all different animals. He thought he saw our dogs, who had been put down a couple of years before, on the floor, and talking to them. Just generally quite frightening for somebody who’d never… 

00:02:40

I was very upset for him more than me. I just thought, my goodness, the change in this man is unbelievable. I mean, I’ve been with him for 50 years and it was just unbelievable, the change. And nobody really explained it or… No, nobody, really helped. Even the people he was seeing in [local borough], they didn’t really explain it at all.

RE	What kind of support did they provide?

PA	Well, not very much to be honest, not very much. I think he was seen once in a year, and no follow-up. I had to get in touch with my doctor who then got in touch with [the] Council and they did send a professor to see me, but really, he meant well but he wasn’t really helpful. So I didn’t know what to do, you know? In the end, I could see I wasn’t going to be able to cope with him at home. My daughter knew someone at [this care home organisation], she said, they’re very kind there, Mum, I’m sure it will be fine for Dad to go there. So we came up to see it and, yes, they are very kind here. They’re very kind to him.

00:04:04

At first he didn’t have one-to-one and he was falling because he’s very active. He’s always getting up and thinking he could walk and he couldn’t. He fell and cracked his head quite badly a couple of times. He was taken into hospital through falling and so eventually they were very kind and said he could have one-to-one, which of course has improved… He hasn’t fallen since then, which was a worry, you know, that he was going to fall out of bed. They put a mattress down, they may even have put, I think they put the sides up now which they hadn’t at the beginning. I don’t think they realised how bad he was, you know. 

All I can say is they’ve been very kind here and they really try to help, you know, and having one-to-one care is enormously helpful. I don’t worry about him now. I go away and think, oh, he’s not going to fall because he is being looked after, so…

RE	So how long has he had the one-to-one for now?

PA	Roughly a year, maybe just under a year? Yes, probably under the year. That has helped, you know. That has helped enormously.

RE	And how do you think [RES] feels having somebody with him 24 hours a day? Does he seem bothered by that.

PA	I think he appreciates… not appreciates it, he doesn’t really know, but having someone there to talk to, and who can talk to him and calm him when he is getting agitated, because when he starts to get agitated… 



00:05:38

I don’t see it very often because I think they keep it pretty well under control, so that he doesn’t get too bad, but if you hold his hand and talk to him, that calms him down. It seems to really calm him. And having a family member there calms him. So I think it is helpful that people go and see their relatives when they have this particular ill health. You know, it’s really important that they carry on communicating with them as much as they can, you know, because I think something gets through. I don’t know how much, but I do think something gets through because when I leave, he very often asks the carer, where has [wife’s name] gone, you know? Is [wife’s name] here? And so he obviously knows I’m here even though he doesn’t talk directly to me. Or he talks about his son, [name], or his daughter, [name]. He doesn’t really know the grandchildren, but he does seem to know we three. He does know. And he does talk about them, when we’re not here.

RE	He said he finds it very reassuring when you come in as well?

PA	I think he does. I think he calms down quite a bit, if he is agitated. But I haven’t seen a great deal of agitation because they really look after that, you know. They’re very…They don’t overdose him, but they do give him something to calm him and that does help.

RE	So when you say that they’re managing it well, do you mean mainly managing it through medications?

00:07:15

PA	I think, and having the carer with him. I think the two combined is helpful, you know. If he wasn’t having a carer there I don’t know how he would be.

RE	So you said he had the one-to-one care because he was falling a lot, but it sounds like actually they’re also really helping…

PA	I think they are, yes.

RE	Helping to reassure him, helping with his agitation…

PA	I think they are, yes. I think it does help, enormously, that you have another person or human being next to you, talking to you. And, you know, they’re very kind. They hold his hand, and they feed him and, you know, that’s very good. I know not everybody can receive it, but I think he definitely needs it and benefits from it. I do.

RE	And what else do you think the one-to-one carers are doing which is working so well? You said they hold his hand, talking to him, reassuring him…

PA	Well, they look after his personal care which is to make sure his hair is washed and cut every so many weeks and they look after his nails and shower him in the morning. I’m sure that is… Well, it’s very helpful. I mean, I couldn’t – I did shower him in the very beginning, but I couldn’t cope with him getting in and out of the shower, you know. He was in the bath at first and I couldn’t cope with that. 
So, I don’t know. I don’t know what he would do if he didn’t have that care here. It’s really very very good.

00:08:48

RE	And does [RES] mind receiving personal care?

PA	I’m sure occasionally he does. I’m sure. He’s quite an independent person but now the dementia has taken hold pretty well, so I don’t think he fights that, you know, now, but I think in the beginning he probably didn’t want anyone to touch him. As I say, he was very independent.

Now I think he doesn’t really know and then they talk to him. I mean, they don’t just do it, you know, I mean, I’m sure… Well, from what I’ve seen when they go to do something, they say, [RES], you know, I’m going to do… To help him. So if they carried that on when I’m not here, I’m sure it’s very helpful. We always tell him what we’re going to do. We’re going to get him to sit up with their help, tell them, you know, tell him, oh we’re going to sit you up now, or, you should sit back in your seat now. I think that does help.

00:09:42 

You feel something is there. Not completely as he was, but something. It’s that glimmer that we look forward to seeing. Just that little glimmer of hope that we feel while he’s still there as a person, you know. We have very good memories of him, the way he was. It’s so sad to see them in this situation; not just him, but all the others here. It’s so sad. So I’m glad they’re doing some research into it.

RE	Yes. And it sounds like he’s got into quite a good routine now he’s got his one-to-one carers and they know how to…
PA	They know how to handle him, yes.
RE	I know you have mentioned that he has become agitated in the past. I wondered if you could tell me a bit about how he’s been when he’s agitated?
PA	I don’t see a lot of it, because by the time I get here, they’ve settled him down. They see it.
RE	Is it happening at certain times of the day?
PA	If you ask the carers, they will tell you when it happens, you know. So they’ll sedate him so maybe he’s not awake when I come up that day because he’s had a very bad night. His pattern at home was to be awake all night and sleep during the day. That was his pattern at home, and it’s more or less, he does go into that pattern again here. So, some days you come up and he’s not awake, but he still eats, which is amazing. I don’t know how you can eat when eyes are closed and… Anyway, he does. He has lost weight but it’s not too terrible at the moment. They are watching that.
00:11:36
RE	So how often do you come to see him?
PA	Three or four times a week.
RE	Is it normally in the afternoons, then?
IS:	Yes. I have come up in the morning to try and see if he’s awake in the morning, but I think he’s worse in the morning. I think that’s when he is sleepy, more sleepy, because he hasn’t slept all night. But they will be able to tell you because they have the book and they know exactly what’s going on.
RE	Yes. I’ll talk to them because when I come in to observe, I’ll talk to the staff about when it’s best for me to be here. It might be that in the evenings and the night-time, that’s when he’s getting a bit restless.
PA	Well, they all go… Apparently the evening brings on dementia. I didn’t know that. It has some effect. It must be the moon or something, but it does have an effect on them and they get worse in the evening.
RE	Have you noticed that when you come to visit?
00:12:26
PA	I noticed it at home, that he was very agitated at night – very – and into the morning, you know. That’s why he was awake all night. So I don’t know if that’s a part of all Alzheimer’s, or if that’s just the Lewy Bodies Alzheimer’s.
RE	What was he doing in the night time when he was awake?
PA	Awake; up; talking all night to himself. Talking… or getting out of bed, thinking someone is in the house. And when our dogs died, he was worse in a way, because they obviously would bark if anybody came here, but it was dead silence and he would wonder what was happening downstairs. We didn’t have that protection anymore, you know – the dogs. I think that worried him a bit.
RE	So in terms of what might have been causing the agitation, there is worry about there being people there because you don’t have the dogs anymore…
PA	Yes, animals on the floor. Although sometimes it was our animals he saw. Things crawling up and down the wall and crawling on the floor and he’s trying to catch them. Whatever it was he saw. I don’t know. It was very sad.
RE	And did you find that on those occasions you were able to reassure him or do anything that could help?
PA	Yes. I’d say, don’t worry about that, [RES], just leave them, just leave them alone, because they’ll go in a minute, you know. So that he didn’t get too anxious.
00:13:55
RE	So that seemed to help?
PA	Yes, calming him down a little bit, you know. And not saying to him, oh, there’s nothing there. That’s not helpful, if you say there is nothing there, because there is something there in his mind. So saying that doesn’t help, I’m quite sure. If you just agree with him: we used to agree with him so that he wouldn’t get agitated. ‘Yes, you’re right’, you know. ‘Sit down now, have a rest’, you know. Something to calm him down and I’m sure that’s what they do here. I’m sure.
RE	Did he ever get aggressive?
PA	With me?
RE	Just in general.
PA	He might shout. He would shout, but never hit out, never. And only lately they’ve been telling me, he never swore at home, but apparently he’s been swearing here. But I think that’s part of it as well.
RE	And is that when he gets cross?
PA	Yes, but he never did that at home. He never swore at home; in front of the children or anything like that. He never did that, but that, apparently, he’s been doing here, occasionally.
00:15:04
RE	Is something provoking him when that happens?
PA	Obviously, at the time, I don’t know what it is. They will be able to tell you. I’m not here when that happens. And I think he fights with them occasionally, you know. I’m sure he does. The carer says sometimes he lashes out, but he was never like that before the illness, ever. So, I don’t know.
RE	I know you said earlier on that you felt nobody had really explained it to you, and you don’t have much support, but it does sound like you have quite a good understanding now of what’s happening. I wondered how you learnt… 
PA	Yes, observing him over the last three years and reading about it a bit. Yes, a bit more understanding.
RE	Where have you been reading about it?
PA	Oh, in all the magazines that come through. If there’s anything about dementia, I read it. It’s been on television as well, so I watch those programs about dementia. I feel that the professors and the doctors don’t really explain it to you. When you go… I went to [local council] memory… 
00:16:14

RE	To the Memory Service?

PA	Memory, yes. They were nice but they weren’t really helpful. They didn’t really explain what was going on with his brain or what was happening. You kind of learn that yourself, you know.

RE	So you think it would have been helpful if they just explained the…

PA	It wold have been helpful if they had said this is part of it, or, he may show these particular aspects of dementia, but they didn’t. Maybe they don’t know, maybe they’re learning as well. I don’t know. But they were very nice but not terribly helpful.

RE	They didn’t really give you what you needed at that time?

PA	No. They kind of left you floundering on your own. I felt very alone, you know. My doctor was quite helpful. She was very sweet, you know. What can you do?

00:17:04

RE	So what did your doctor do for you?

PA	Well, she used to say that – I think one of her parents had it, but there are so many different aspects of this. I don’t know. No two people, I don’t think, have the same experience. It’s all different. So what will affect me won’t affect the next person. I think everyone is learning about it now.

RE	Yes. Is there anything you think might be helpful for other people in the future? What do you think could be helpful for..?

PA	I think it’s helpful to agree with the patient, and to try and calm them down by… I think holding… Contact is important. Kissing them is important because he responds to that. Well, my husband responds to that, and I think the others do too, when I’ve seen the other carers with the patients. It calms them down, you know, just giving a bit of comfort and affection. It is helpful.

RE	Has he always been quite an affectionate person?

PA	Very. Always been, yes. Very affectionate father and husband, yes. I think even if you’ve not been like that, another human being talking to you when you’re ill, or feeling, he doesn’t know where he is at times, you know. I think that’s helpful. Someone’ got the patience to sit with you and calm you. It’s good.

RE	With the one-to-ones, does that tend to be a different member of staff every day?



00:18:39

PA	Yes, unfortunately, that’s a shame, but they can’t help it; there’s a turnover in staff, obviously, and they can’t help that, but I’m… They’re very nice; the young boys here are very nice.

RE	So is it one of the carers who normally works on the floor here would be assigned to [RES] for the day.

PA	Yes, different ones, but he’s beginning to know them all, I think, now. They’re all nice, you know they’re very sweet. The young boys are very good with him.

RE	And is he always paired with another man?

PA	He has in the past had a woman, but he’s… its better, I think, when he has another man.

RE	Why do you think that is?

PA	Because I think they can relate more to a man and they are gentle with… Although women are supposed to be more caring and nurturing, I think a lot of the young boys are very good with the patients.

RE	Oh, I’m sure they are.

00:19:31

PA	Yes, they are and from what I’ve observed here – this is the only experience I’ve ever had of a nursing home – I think they’re very kind and very sweet here.

RE	And do you find that [RES] has a better relationship with certain individual members of staff? Are there some who he gets on better with?

PA	Yes, there’s a couple I would say that he does, but he doesn’t always get them, obviously, because they have to rotate around so many different people. But I think on the whole that they all try, the youngsters try. There is a couple that he really likes, you know.

RE	For the ones he really likes, do you think there’s anything that they’re doing differently, or doing better?

PA	I don’t know. I think they just have a rapport with him, you know, like, not everybody you meet you love, not everybody you meet you want to be with.

RE	It’s different personalities…

PA	It’s different personalities and how they react with you. But I must say that they seem very nice on the whole. I’ve never seen anything that makes me think that they would be unkind to anybody here, you know. They’re extremely nice. 
I mean, you hear such terrible things about care homes, you think, oh God, you know. But no, I really haven’t ever seen anything like that here.

00:20:52 
 
RE	It must be a weight off your mind to know he’s being cared for so well.

PA	Yes. I walk away and I think, oh, he’s being looked after, you know, which is wonderful. Yes, they are very caring. [Staff name] is lovely. They’re all lovely. I can’t say that they’re not. They’re all very nice, so…

RE	And do they, do the staff talk to you much about, you know, do they ask you for advice on how to talk to him? Do they ask you about his interests?

PA	No. I think they’re better at it than me. I think… no, I think that they’re quite experienced, a lot of them – not all of them – and know how to handle them when they get agitated and what have you. No, I think they’re very good. [Staff name] is very good, and [staff name]. They’re all nice, very nice. I feel like if I have a problem, I could go to them and say, look, what do you think about this? But at the moment everything is fine, you know. He’s being looked after, he’s eating, he’s drinking and he seems okay, you know. He was just talking to me now, you know, saying, oh, are we going home? He always asks if we’re going home, and I say, later, we’ll go later. And that puts his mind at rest, you know. If you say no, that would be the wrong thing to do.

RE	Yes. You said disagreeing with him doesn’t work.

00:22:19

PA	Just say, later on, you know, and then he forgets.

RE	Why do you think he’s asking to go home?

PA	He misses his home. Something in the back of his mind is obviously, you know, home is still home. Even at this stage, I think. I think they do think… A lot of them ask to go home. It’s a very common thing. You hear it. We’d sit there and they’re saying, I want to go home; or, where’s my mummy and daddy, and all that. They go back into their second childhood. He doesn’t do that, but he does ask to go home. Yes. That’s sad for us.

RE	I’m sure.

PA	I’d love to be able to take him home. I can’t.

RE	I know you mentioned that he has some medication sometimes. I wondered if you could you tell me a bit more about that? So, how does..?

PA	Is it Lorazepam?

RE	I don’t know.

00:23:18

PA	That’s the one he has, I think. I think they only really use that when he does get quite agitated and they have to calm him down for his own sake.

RE	So it’s not something he has regularly, it’s something he has when he needs it.

PA	No, it’s something… If he’s had a bad morning, they might give him a little to calm him down. But if he hasn’t, then they don’t. No, I don’t think they overmedicate. I think they…

RE	I was just wondering…

PA	I think they use their discretion and they, you know, calm him down. The other day, apparently he had a very bad morning, so they told me that they’d had to give him something to calm him down, which is fine, you know. I’m glad, because I don’t want him to be agitated and upset and worried. I don’t want that.

RE	You said sometimes he’s shouting and...

PA	Yes. That’s when they perhaps give him the medication. I hadn’t heard that bit, they tell me, you know. They keep me informed about anything like that which is good. They have phoned me at home to say, you know, he had a bit of a fall, or he is a bit agitated, you know. They tell me, you know, which is good. You can tell when he’s had a little bit of medication, you know, he’s completely out of it in a way.

RE	Okay. You said he can be anxious as well. Can you tell me about that?

00:24:45

PA	When I say he gets agitated, he does. He wants to go home and he wants to get up out of his chair. He can’t sit still, he wants to go. Let’s go, he says, let’s go. So we just calm him and say, we’ll go soon, have your lunch first, and by the time all that happens he’s forgotten.

RE	I know you said you think he’s asking to go home because, you know, home is home and he misses that.

PA	He misses his home. Yes, of course he does.

RE	But do you think there’s anything else that causes him to kind of feel that he needs to get up and… it sounds like maybe he’s getting a bit restless on those occasions?

PA	I think that’s just part of the illness. I think that’s part of the Lewy Bodies. It’s agitation and restlessness and wanting to go, you know. I think so. I don’t know enough about it but I think so, observing him, you know. I think that’s it. We’d all love him to come home, but it can’t be.

00:25:46

RE	You mentioned at the start of our meeting that you think it’s to do with the effects on the brain.

PA	Yes, of course it is. Not getting the messages through. The brain is everything, isn’t it? It operates everything. So, I don’t think, obviously the messages aren’t getting through anymore. Or very little. His sight is deteriorating, his hearing. Everything is going. I’m just glad he’s still eating.

RE	How is it affecting him if his sight and hearing are deteriorating?

PA	Well, obviously it must be a bit frustrating for him. He can’t keep the hearing aid in, you know, and it’s very difficult for the staff to have to keep… It’s impossible, they can’t do it with all of them, there’s so many. So they do communicate with him, you know, they pat him on the shoulder and say, [RES], and try to make him aware of what they may do. They tell him that they’re going to lift him, and just sit back and we’ll lift you, or something, if they don’t get the hoist out. Mainly now they get the hoist out if they have to move him.

RE	And does he mind being hoisted?

PA	I don’t think he does. I think he’s used to it now. I don’t think it really bothers him. You’ll see when they do it.

00:27:12

RE	Yes, I’ll see when I come to observe.

PA	I don’t think it bothers him. I think he feels quite safe, you know, with the hoist. He can’t fall. I mean he could fall with carers because, you know, it could happen. I don’t think it has, but it could happen. So I think he feels fine and secure. Hopefully.

RE	Well, thank you. We’ve covered quite a lot actually. It sounds like – based on what you’d said – it sounds like he sometimes is still getting agitated at night-time, but the staff are able to manage it by sometimes using medications or just by…

PA	Calming him down.

RE	Yes. By talking to him and holding his hand.

PA	He doesn’t have one-to-one in the evening.

RE	Oh, really?

PA	I think it finishes when he goes to bed. They start again in the morning. I think they put the sides of the bed up and they put a mattress on the floor, so that if he does fall out, he falls onto that rather, because he is quite agile and tries to get out and tries to get out, has done in the past, a few times.

00:28:17

RE	So, from what hours does he have the one-to-one?

PA	I think it’s from the morning shift… The night shift get him up, I think, as far as I know, and then the morning shift take over, and then when they go off in the evening, they’re all in bed, aren’t they.

RE	So, is it probably eight till eight, do you think he’s having..? 

PA	Yes, I would think so.

RE	But you said he’s getting, it sounds like he’s getting agitated when they’re not here then, if it’s happening during the night-time?

PA	But that was always his pattern, to get agitated in the evening. During the day he’d be a lot calmer, or asleep, because he was up all night, you know. If you’re up all night, you’re not tired anymore.

RE	Do you think he’d benefit from having somebody with him in the night-time as well?

PA	I think that would be very hard for the staff. They haven’t got the money to pay for all that extra staff. I think they all would benefit, but it’s… I think that it’s an impossibility. We’re lucky that he has one-to-ones during the day. Very lucky.

00:29:21

RE	Do you think that that could be a reason why he’s calmer in the day compared to the night, or do you think it’s just part of his pattern?

PA	I think it is part of his illness, because that’s how he was at home. I was with him during the day anyway, so he had one-to-one care. I think that was just part of his illness: that he is more agitated at night, and that is a sign of Alzheimer’s. They get agitated in the evening. I don’t know why, it’s something to do with the tides and the moon, you know, but it does… They all seem to get a bit like that in the evening.

RE	Yes. Thank you. 

PA	That’s it.

RE	It’s been really interesting. Is there anything else that you’d like to add before I turn the tape off?

PA	No, I don’t think so, no. I’m very happy that he’s here, and being looked after properly, and God bless the nurses. What would we do without them?

RE	They work very hard, don’t they?

PA	They do work hard, for very little reward.

RE	Yes, that’s true.

00:30:25

PA	I’ve only got admiration for them. Having dealt with it for two years, I don’t know how they can do it. It exhausted me and I don’t know how it affects them.

RE	How do you think it might affect them?

PA	Well, it doesn’t seem, they don’t seem to… Maybe because it’s not a personal thing, maybe they don’t get so involved if it’s your loved one. You know, like, if it’s your brother, or sister, or mother, or father. It’s a different relationship, isn’t it? I mean, I can be sorry for you, but I won’t have the depth of feeling for you as I would for my daughter, or husband, or, obviously, you know. I’d be sorry as a human being that you’re unwell, but I won’t have that terrible feeling, you know, that you get, so…

RE	It sounds like you have a good relationship with the staff and I’m sure…

PA	Oh, I think they’re lovely. I do, really. I really think they’re lovely and I’m very happy with the home.

RE	I’m sure the staff feel much better about their jobs if they know that relatives are happy and appreciate what they do.

PA	Some people will complain no matter what. No matter what you did, they would complain. And that’s sad because they do their best. The alternative is just too terrible to think of, that they wouldn’t be looked after. You have to be a bit appreciative.

00:32:01
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