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00:00:00

RE
Okay, it’s on. So, thank you for agreeing to talk to me. So, this part of the study aims to understand better how to care for people with dementia when they’re in hospital. And a lot of the time, people with dementia can become quite distressed, and it’s not clear what’s causing it, or if anything is. And that might be something that you’ve noticed in your husband, or it might be something you’ve seen in other patients in the ward here.
PA
Yes.

RE
So, we want to hear what you make of those incidents, and what you think about it. And to make sure we I don’t miss anything out that’s said, it’s going to be recorded, and as I said earlier, it will then be transcribed, and anonymised. And everything that you say will be completely confidential.
PA
Yes. Okay.

00:00:51
RE
Okay. So, to start with, I haven’t actually met your husband before. I don’t know anything about him. So, I wondered, if you could just tell me a bit about [patient’s name]?
PA
[Patient’s name] is a Nigerian, from Eastern Nigeria, where the Igbo…He’s been here for xx years and never returned to Nigeria. He’s always worked in security. He’s always been a very obstinate man, in that when we were married – we still are married, but we lived separate, apart, in the same household –  But throughout our marriage, [name] would never consult me anything. He would just go out and do what… If he wanted to buy something, he would just go out and buy it. So, he’s always been very obstinate. The dementia hasn’t changed that in any way. He’s always been quite bullying in the past. And once again, it hasn’t changed with the dementia. One of the things that did come up was, he has been violent on a few occasions, and he wasn’t violent before dementia. But I believe that is a trait of dementia: violence.
RE
Yes.

PA
And the thing with [name], he’s not 100% with the dementia. And the bit that he can remember is a bit sad because he knows he’s not well. So, he has fits of crying, and wants to know why he’s ill, which is very sad to see or listen to.

00:02:56

But as I say, getting back, [name]  has always been obstinate and bullying, and that’s followed him into dementia.

RE
Okay. So, when did you notice that he had dementia? What were the first signs that you noticed?

PA
 [name]  had a heart attack several years ago. I haven’t got my books with me. But he came home one Friday evening, it was winter, and he said he had flu. So, we had separate bedrooms, and he went to bed Friday night, because it was the winter, and he was taking Lemsip. And then on Saturday, he wasn’t any better, so he rang his office and said he wouldn’t be in to work. And then Sunday morning, he came in to me fairly early in the morning, said he wanted to go into hospital because he had severe chest pains and a pain in his left arm. And I fortunately knew what that was because we had an old neighbour that I’d assisted.

So, I called the ambulance. And they came, took him away. And he went to the heart hospital, and had stents inserted and things. But because he delayed –  the heart attack, apparently, it started on the Friday, and he’d gone the whole weekend without medical assistance – so he developed vascular dementia. He couldn’t go back to work. And he was under the hospital of neurology, and he had all the tests and whatever, and the medication. And then, from there, he became gradually worse. And as you probably know, with dementia, you normally get Parkinson’s. So, he developed Parkinson’s, and that’s been very bad. That sort of graduated, or…
00:05:10
So, he’s… given up. He gave up ever going out, because he shuffles and he’s prone to falls, especially, now. But he’s always taken his medication. But his health has deteriorated. As I say, the Parkinson’s is quite bad. The dementia: he still recognises people; he knows who I am. He doesn’t always recognise the granddaughters. But when I…
There’s one that he hasn’t seen for a long time, one at university. And she came to see me as a surprise visit some weeks ago, and he didn’t know who she was, but then he hadn’t seen her from a teenager into a young woman. And so, then, he did remember her, which was nice. Because as a child, she’d health problems, a sort of autism. She went to special needs. And she’s now at [university], studying biochemistry, and she drives. So, it looks as if she’s all right. As you probably know, children with autism, I believe, can be quite clever.
But as I say, getting back to [patient’s name], he didn’t know her initially, but then he hadn’t seen her for a few years. So, he retains some of his memory, but I often think whether that’s a good thing or a bad thing. Because I have a sister with full-blown Alzheimer's, and she doesn’t know anybody, her own family, and she has nurses, and her son lives with her. But because she doesn’t know anymore – she can’t remember her late husband, she doesn’t know who I am –  she’s much easier to deal with. Because when the nurses say, roll over, or they get her to roll over, and then she has her breakfast or lunch put in front of her, she eats it.

00:07:40
So, she’s no trouble at all. And as I say, with [patient’s name] retaining that bit of memory, as I said, I don’t know whether that’s a good thing or a bad thing, you know, because he’s still obstinate. Monday, last week, he refused to eat. All the coaxing, but no, wouldn’t eat. So, as I say, I don’t know whether it’s a good thing or not. Anyway, the news is the social worker came today, a man I haven’t met before. I was told by the hospital that he would be going into a care home. There was a lot of paperwork attached to it. But the social worker said today, I don’t know where they got that information from, because he has to go home, and that they will provide extra care. But I’m not quite sure if he, sort of, took on board my argument. [Patient’s name] is obstinate.

One of the issues with [patient’s name], which I think, once again, is a trait in dementia, is hygiene. And he would go to bed in his clothes, and of course, he would wet himself, although he had pads on during the night. And in the morning, I’d say, please, [patient’s name], you smell. Will you change? And that provoked a lot of shouting from him. And we had the bathroom converted into a wet room, and he refused, quite frankly, to use it. Then after a few days, he’d sit down and, perhaps, change, and his underwear – underpants, long [name]s –  were so disgusting, I used to more often throw them away, and then just go and buy new ones from his benefit, disability benefit. Sometimes, I put them in the machine. But it just provokes such a row or yelling and shouting, that I thought, you don’t want it, don’t do it. That’s fine by me. I’m not the one that smells.
And he had care… Two care workers come in three mornings a week. Ladies. And he had quite a good relationship with one of them, Pakistani lady, but she wasn’t in a position to make him shower.

00:10:34
Then he had a lady from the Ivory Coast, who was more African, obviously, in her ways, and would call him Papa [name]. And she managed to get him to take a shower a couple of times. But then they sent along a young Nigerian man, and [patient’s name] – ‘no!’ And he wouldn’t give way. He wouldn’t have a wash. He wouldn’t wash in the bathroom in the morning. He wouldn’t take a shower. The room and the hall in the flat reeked of urine, and it was just unapproachable. But now, with the social worker telling me that the idea is they will provide 24-hour care in the flat, which I don’t want –  letting people in and out, and they can’t sleep in my flat, there’s not enough room. So, he said, well, at least he’ll have the two carers for four hours, three times a week.

And I also got… I was allocated one Saturday a month, when I would go down—and my son would drive from Hertfordshire because of my disabilities—I’d go down and see my younger granddaughters, when they were about. But this gentleman, this social worker, was talking about more care coming in, about the bathing and the… I’m afraid, I thought, well, if that’s got to be it, that’s got to be it. Just let them get on.
RE
Yes. So, the care…

PA
I’m, really, I’m at a stage now with [patient’s name], is I don’t care. I’m tired. I’ve got knee replacements, and they both need redoing. I’ve got a degenerative spine, which is giving me a lot of trouble.
00:12:45
I’ve got blood thinners. I take warfarin, you know, I wear a warfarin thing. That means I can’t take any anti-inflammatory tablets. I’ve got chronic arthritis in the left shoulder, which is very painful. I’ve got chronic arthritis in my left foot, hence the slippers. And moreover, I’ve got very bad arthritis in both hands, but the right one is really severe.
So, the doctor has given me a referral for a physiotherapist, and they’re going to telephone interview me on Monday. Once again, you know, I’m not sure what could be done, because anti-inflammatory cream will sink into the sink, so that’s no-no as well. So, I have to be 100% careful. I no longer cook, as such, because I drop things most of the time. So, I am really aware of it in what I do. I’ve always worked, worked for a solicitiors, so I’m fairly efficient in that my daughter has set up a Tesco account, and I tell her what I need, and she orders it, so that’s delivered.

RE
That’s good.
PA
My son lives in [place]. But when he’s about, he calls in. And my daughter is a CEO of a children’s charity. But the… She was calling him one day a week. She works three and a half, four days a week. But she lives on the Railway line. Even though, she managed to come to London yesterday. She was coming up every week, one day every week, to change the beds—my beds, not [patient’s name]. But that’s not, sort of, an issue, because he’s got carers there. And if push comes to shove, I would’ve found a cleaner for a few hours, once a week, you know.

00:15:11
So, it’s a vast, spacious flat. But the carers, who this social worker said he’ll see that they come back, were both into hoovering, so, you know, that’s not been an issue. I don’t know what else I can tell you about dementia, except it doesn’t get or become better.
RE
Yes.

PA
I’ve read quite a bit, you know, how… What they think can prevent it, which I don’t go along with. As you know, they say, keep your mind active and whatever. But my sister, who’s 85, was a care administrator at the [name of hospital]. She didn’t smoke and she didn’t drink. She travelled all around the world. She was an avid reader. She was exquisite at knitting. Full-blown Alzheimer's. And I just… You know, so I don’t really go along with that theory 100%. And of course, there’s no cure.

I think there are… There is medication that might slow it down, which I think [patient’s name] has been taking, but I haven’t seen that much improvement in what he does. And then he was started on a new drug for Parkinson's, when he came here, but he still needs assistance getting out of bed and walking. So, I can’t see any improvement in that. So, what else would you like?
RE
Well, I wondered, actually, why [name]  in the hospital at the moment? What’s happened recently?

00:17:07
PA
Yes. As I say, we have separate bedrooms. And I’m an avid reader, and I normally go to bed about 10:00 o’clock, so I can have a read. So, the front door is here, and the two bedrooms are opposite, and then there’s the long hall, and then it’s the lounge. And [patient’s name] would always… I’d say, would you go to bed? And he’d say, no. I ask, do you want the television switched off? Sometimes, he would say yes, and sometimes, he would say no. But my bedroom has glass door, so I can see if he’s gone to bed because the lights go out.

And then on a Sunday morning, a few months ago, since he’s been here, I got up and the papers were on the side. We had the… [patient’s name] had the papers delivered because the newsagent lives in our flat. [Patient’s name] would always pick them up, but they’re delivered about 4:00 o’clock in the morning. Anyway, I thought, [patient’s name] is all right, he’s picked the papers up. So, I made coffee, then I thought, I better go and see if he’s all right. So, I went to him, and he was on the floor, and I can’t get him up. He’s dead weight. And the danger is, if he pulls me over, with knee replacements, I’m not getting up.
RE
Yes, we don’t want that.

PA
So, I rang the ambulance. And this is where I think the National Health, really really good. They were there in no time. And it was a lady and a man, and they tried to get him up off the floor, with my assistance and little knee rest to put under his bottom. So, they managed to get him up. Then the ambulance driver said, [patient’s name], you need to go to the hospital. [Patient’s name] said, no.

00:19:09
So, anyway, they came in to me to do their paperwork. And then on the way out, they went in to say goodbye to [patient’s name]. He was on the floor. So, they said, [patient’s name], you need to go to the hospital. No. So, they got him up once again and put him on the bed. And they rang for the duty officer. Duty doctor. And she was in there within… I mean, we live near the hospital. I don’t where they’re based. She came along, and she went into the bedroom, and [patient’s name] was sitting on the corner of the bed, the edge of the bed. And so, she pulled him up to stand, and his lower limbs were just like Pinocchio’s, they were going everywhere. So, she sat him back, and she said, [patient’s name], you need to go to the hospital. So, he said, all right.

So, the ambulance came, and I went with him. And he was in, I suppose, what they call, the holding bay. But come 10:00 o’clock, I said, I really have to go because it’s dark, and I’m disabled, and it’s not always easy to pick taxis up on the main road, you know, because they can’t always stop. So, I went at about 10:00 o’clock, but I believe that he fell off the bed. And so, he’s been here ever since.

RE
How long ago was that?

PA
Two months.

RE
Two months ago. Okay.

00:20:42
PA
About seven weeks. Yes. And as I say, he was on quite a lot of medication, which the pharmacist supply in blister packets. I gave that to the ward doctor, but they said, you can have it back because we use our own, which I can see because you could be giving them anything! [laughing] 
And as I say, I was led to believe that [patient’s name] would be going into a nursing home, a care home, rather, which I believe –  I think – the staff were probably happy with because he’d been nothing but a nuisance, you know, getting up in the middle of the night. I’ve had, three times, at about 9:00 o’clock, I’ve had phone calls from the ward saying, is there any chance of you coming over? Because [patient’s name] won’t settle down. So, I’ve come over, managed to get him… Quiet him down. But then…

RE
So, sorry, what’s happening on those occasions, when he’s not settling? What’s he doing? What’s going on?

PA
Well, apparently, he got up in the middle of the night again—and of course, I suppose, the night staff is limited—but he’d managed to get across the ward—because he’s by the windows—he’d managed to get across the ward room, down the corridors, and there’s a stroke unit stroke unit – yes – so, into the stroke unit. And whether he was shouting at them, I’m not sure. And then on another occasion, when I was here, about two weeks ago, he got up, and somebody said… One of the nurses said something, and he threatened to smash the ward up. And a young Nigerian nurse, who was heavily pregnant, went to calm him down, and he pushed her. Luckily, she didn’t topple over.

00:22:59
But he was really nasty. And that didn’t surprise me because it’s part and parcel of what I’ve had at home, with his bullying and nastiness, you know. And of course, a lot of people who’ve been to the flat – social workers or whatever – you know, if [patient’s name] is sitting quietly and he’s having one of his lucid moments, they think, what a sweet old man, and he’s not a sweet old man. But anyway, that [unclear].
RE
So, why… On those occasions, where he has been quite aggressive to the staff here, is there something that sets him off? Or is… You know, does it happen at certain times a day, or…?

PA
It’s always in the middle of the night. Nearly always in… Except when I was here, which would’ve been about the lunchtime, when he threatened to… They were his words, ‘I’ll smash the ward up’.

RE
Had something happened before that to upset him, or make him cross, or…?

PA
The thing is, as with dementia, again, [patient’s name] hears voices. When he first started with the dementia, which, as you know, he used to… He started going out. And on two occasions, the police found him, brought him back. And then last year, I remember it was bank holiday Monday, and it was pouring with rain. And he very crafty, which also, I think, is dementia, because we have a chain on the door and mortise lock.
00:24:40
I didn’t hear the chain, I didn’t hear the key, and I didn’t hear the door being closed. And he was gone. So, I thought, I’ll wait a bit. And then I had a call from an ambulance driver. They found  [name]  laying on the street. And he said, he seems to be all right, would you like…Do you want me to take him to the hospital? And I said, no, If he’s all right, just bring him home, because if he goes to the hospital, I can’t go out and collect him.
And then on another occasion, I didn’t hear him go out. I didn’t know he was out. In the middle of the night, the hall light went on, and I heard voices. So, I got up, and there was [patient’s name] with two police. One of them had recognised [patient’s name]. [Patient’s name] had gone out, but he was standing outside the flat. And we said to him, why did you go out, [patient’s name]? And of course, he hears voices, which is dementia… And he said, well, the voices were saying, everybody thinks you’re dead. So, [patient’s name] went out to show them that he was alive. So, the voices have been issue as well.

And In the lounge, I have a long sideboard with photographs of the grandchildren and usual knick-knacks. And [patient’s name], when the police were there, actually, because I reported the violence, and he suddenly took everything off the sideboard. And he brought… He had a bookcase in his room. He suddenly started bringing all the books in. And one of the policeman said, I better help him because he’s going to fall over because he was walking along. And he brought the bookcase in, and put it on top of the sideboard, and put all the books and things in it, and I thought, different.

00:26:50
I said, why are you doing that, [patient’s name]? And he said, well, the people who were sitting there were saying to me, you’re not an education… Educated man. There are no books in your flat. So, he brought the books to put them on the side. So, they could see it.
RE
They don’t sound like very nice voices, do they? That sounds very distressing for him.
PA
No. And then another occasion, he came, he woke me up, and he was crying. And I said, what’s wrong? He said, these voices won’t stop. I said, tell them to go away. And then another night, he said there were angels in my room. I said, well, that’s very nice. They’ve come down to look after you.

And as [patient’s name] comes from the, in Nigeria, and hasn’t been back since I’ve been married to him for 35 years, but his elder brother died a few months back, and [patient’s name] has become progressively worse. A lot of the time, he doesn’t know where he is. He was telling somebody here that, every day, he used to walk from Nigeria to London to work, and at the end of the day, he’d walk back to Nigeria. And then he’d say to me, how did you get here? Did you walk from Nigeria? I said, no, I used a taxi, [patient’s name]. We live across by the post office tower.

And [patient’s name] had been a wealthy man in Nigeria, so I believe. Well, it was true, apparently. And he said to me, but you have my bank account details. He said, why didn’t you use my car and driver?

00:28:47
I said, well, you haven’t got a car or a driver, [patient’s name]. So, he said, well, go to my bank. You have my bank card. Take as much money out as you want and buy half a dozen cars. All right, [name], you know. And his mind, on lots of occasions, seems to be in Nigeria. Last week, he said to me, is my mother all right with you? Because his mother died in childbirth, having twins, in a village, you know. So, she obviously didn’t have proper medical… So, she and the twin died. [Patient’s name] survived. He said, because my father will be coming over to join you both. Well, father’s been dead for so long. And he just… So, his mind seems quite a lot to be in Nigeria.
RE
How long has that been the case for… Is that something you said that’s been happening more since his brother died recently?

PA
Yes, since the brother died. But he hadn’t seen the brother for 35 years. Although, they used to phone. But the telephone calls would always start him off because… Not the brother because he was very old and very ill. But he had a lot of sons, and they were always ringing up and saying, daddy, we need money. And [name]  used to say to me, send them £100. And if I said no, he said, well, I’ll go myself. And I thought, well, I can’t have [name]  going out, trying to get to post office. So, that was more aggravating for me because I had to send the money from the post office, telephone them to let them know the reference number and all that, you know.
00:30:46
And then it got to a stage where, one month, they said they hadn’t got it. Would I send it to a different name? Which I did, taking taxis all the time. And then on the third occasion they hadn’t got it, so I went down to post office and withdrew it, and kept it. And then because he’s been in hospital, the mobile has been off, you know. So, he would get very upset about that. And they’d phone him up. These are mature men in their 50s, you know – I think the brother must have been mid-80s. These are men in their 50s and 60s, and, you know, they would ring up and say, we need money because your brother, our father, is starving, and that would upset [patient’s name], you know.
And he had a Nigerian social worker at the time, [social worker’s name]. And, you know, she said to [patient’s name], I’d just come back from Nigeria, [patient’s name], there is no starvation. But because of what the sons… Although, he did start to realise that they were only phoning him up to try to obtain money.
RE
Have they started doing that more recently now that he’s got dementia? Or have they always done things like that?

PA
Well, I don’t think they understand dementia. We’re talking about—as far as illiterate, I don’t know—people who are farmers in a village, you know. It would’ve been wonderful if [name] could’ve gone there. But first of all, he wouldn’t have been able to get his medication. They wouldn’t have looked after him without money. 
[omitted due to identifiable information]

RE
Well, I don’t know.

PA
No, I did not. So, all this has led… As I say, since the brother’s death, he quite often, when I’m sitting with him—and I mainly come across to make sure that he eats—he will lapse into his language, you know. And I say, [patient’s name], you’re speaking your language. I don’t understand it.
00:37:21
But sometimes, I have to be a bit careful because that will trigger the… Now, he’s heard the staff nurse go to the patient next to him and say, oh you’re going home in the morning, and [patient’s name], of course, heard that. So, he said to me, I’m going home in the morning. I said, no, next week. So, that started him off. So, I thought… You know, then you appeared. So, I thought… So, anyway, you wanted to know how people on the ward…

RE
Yes. So, when did… Maybe we could talk a bit about what’s happened over the past seven weeks while he’s been here?
PA
Yes. Well, I must say, I was really impressed with the National Health. As I said, when it works, it really works, you know. And I think the nursing staff on that ward—and I know they swap over—I think they’ve been 100% superb. They’ve been so kind to all four of the men. [name]  and, yes, another man are shouters. And the way they talk to them and treat them, I think, id absolutely superb.

RE
So, what kinds of things are they doing?

PA
Well, we had… He has one man opposite him, [man’s name]. I know what’s wrong with him. But he shouts and screams, and he’s… And I heard they were giving him morphine today, so presumably, he’s in pain. But, you know, they go up to him. He’s a very old man, obviously. And, you know, they talk to him, treat him with respect.

00:39:07
And then they started to get him into a chair, and once again, they help him with his food. And at the same time, they’re keeping a careful eye on the other three. There’s another patient who gets out of bed [laughing]. And, you know, they all seem to be so kind and nice. I tend to become irritable sometimes with [patient’s name] because of the pain that I’m in. And I think that’s probably just human, isn’t it? I become irritable. I can’t understand what he’s saying because [patient’s name] very difficult to understand. And if I’ve got a lot of pain, so I do become irritable, and I feel guilty, you know, because I might snap at him. Not want to hit him because I’m not a violent person in any way. But as I say, getting back to the staff, they are, I think, they’re absolutely wonderful, you know.

RE
That’s really nice to hear.

PA
The staff nurses, the nurses, the assistant nurses, you know, nothing seems to be too much trouble.

RE
Have they managed to shower  [name]? Because you mentioned that the people at the home were struggling.
PA
I’m not… Yes, I think they showered him last week, and once… When he first came in, after a week, I asked if he could be given a shave because he’d begin to look like Father Christmas. When I came in the next day, it’d been done. And they obviously do it every weekend because he’s always cleanly shaved. And I think they said they’ve given him a shower. So… Or whether it’s a bed bath.

00:41:03
I don’t know if they do… Presumably, they do bed baths as well. But he’s always very clean when I come in. But as I say, the care, you know, is, I think, absolutely 100%, you know, from the top to the bottom, yes.

RE
And do you think there’s anything that the staff are doing in the hospital that the staff coming to the home aren’t doing? Which means that they’ve had a bit more luck with being able to keep him clean and shaved. Is there anything you’ve noticed?

PA
What, as opposed to the staff that come into the flat?

RE
Yes, because you said that, in the flat, he was often still quite dirty and that he was refusing…

PA
Yes. I think… I don’t know… perhaps he enjoys being pampered, if that’s the word.

RE
So, he feels more pampered when they do it on the wards?

PA
Yes. So, he doesn’t see… He’s a bit aggressive towards them sometimes, you know. Like yesterday and today, he wanted… He didn’t want to get out of bed to eat, and so they raised his bed, and he snarled at them, you know. Then he wanted the pillow removed, and he snarled at them. But when his two… Well, one lady, this Pakistani lady, she gets… He gets on very well with her.

00:42:33
She talks to him, and he talks to her. He had a wonderful lady from the Ivory Coast, but she was more interested in working with children, so she went to pastures green. And he was on the verge of having another lady come in on the Monday. She came to the flat to see us. It was very nice. But once again, the lady from Pakistan, and this new lady, who seemed very nice, Bangladeshi lady, being a Muslim as well, I wouldn’t have dreamt of asking them if, you know, if they’d shower him. And I’m not sure if they would have wanted to, you know.
RE
Okay. So, the showering normally would happen when the male carer comes, is that what you mean?

PA
No. [Patient’s name] wouldn’t let him shower. It was only the lady from Ivory Coast managed to… We had the bathroom removed, and that caused havoc … Because [patient’s name] said, you’ve sold my bathroom for more money for [unclear]. And I said, [patient’s name] the council came and showed you all the pictures and explained. Because I had made them do this now. And they explained it to you and showed you the pictures, and you were very happy with it, so they went ahead, and it was put there for you. No, I want my bathroom back. So, I said, all right, leave it with me, and I’ll have to speak to the council. He refused that. But no, they tried sending along a young Nigerian man. No. If [patient’s name] says no, then you can’t drag him into a shower.

RE
Do you think there was any reason why he said no to that person specifically?

00:44:33
PA
No. He just won’t shower. You know, I’d say to him, [patient’s name], how about having a shower? You smell. But that caused more World War 3. So, in the end, I said to him, if you want to smell, you know… And he used to get very agitated, because in the hall, on the hall table, I used to keep sprays, aerosols. So, he used to get crossed if he sees me doing that, you know. So, their idea of sending somebody in to shower him, I don’t know. I personally don’t think it will work, you know. But just have to wait and see.
RE
Yes. Okay. And…

PA
You know, because they wanted to send in 24-hour care, and I said, well, first of all, there’s nowhere for anybody to sleep. And I don’t want to be getting up and getting down all throughout the night and all throughout the day to open the door because, once again, it’s chained and it’s locked. And we tried… You know, we had… He has had a lot of assistance. When he was doing his walkabouts, a lady came to see us about fitting an alarm to the door, which would ring if he… When it was opened. And once again, with dementia, the craftiness is there. [Patient’s name] soon twigged that out, and that was removed. When I tried to put it back, it was a no no. So, that was left.
And then the social worker was talking about, you know, the safety alarm that goes around the neck. And he said, do you think [patient’s name] would know how to do it? I said, probably not. He might, I said, but probably not, you know. He might just rip it from his neck or take it off. I couldn’t see that working, but give it a twirl. Or he might be ringing it non-stop [laughing] He’ll be, you know…
00:46:46
RE
So, is that something you’re going to try when he goes home next time?

PA
Well, they suggested it. But, you know, they might have… Where the ring part goes to, I suppose it goes to an office somewhere, where there’s night staff, I don’t… We had a very old man living next door to us, and was totally alone, [neighbour’s name]. And I quite often used to go in and see him, hence knowing about the heart attack. But I know he had one of them, you know. And he was bad tempered as he’d became older. And he used to ring all the time, yes. But as I say, if they want to give it… I’m not saying no.
RE
Yes. I suppose you have to give it a go and see what happens.

PA
See… Yes. And I said, well, one of my fears is the violence. And I said, you’ll be answerable to me if [patient’s name] did me any violent damage. I went… With dementia, [patient’s name] used to insist on having money. The only reason I didn’t give him any money when I cashed his benefits was because he’d lose it, or he… And I was reading something about dementia, how they put it under cushions. And he’d wanted his pension. I think there was £75 left of it. So, he was going on, so I gave it to him. And anyway, he couldn’t find it. So, when he was asleep, I went into his bedroom, looked under the mattress, no. Looked under his two pillows, and there was a car wrench. And then I went into to him, I said, what’s this for? He said, that’s to hit the burglars with, if they break in. I thought, yes, you might hit me with it.

00:48:44
RE
Where did he get that from?

PA
I’ve no idea.
RE
That’s very strange.

PA
Perhaps it was something in the cupboard he brought home from work. I know he was working for one security firm, closed down, and they were told they could have certain things... And I found the money, eventually. It was under the cushion he sits on. But, you know, I was saying to the social worker, [patient’s name] chair is there, and I sit here, and normally I’m reading. Sometimes, if he gets up, you know, I often wonder, when he walks past me, whether I’m going to be hit on the head.

RE
Has he done that before?

PA
Well, no. The other… The first time, he punched me in the shoulder, which was very bad, because I’ve got… Then he picked up a stick, you know, with the, well, with the handle, and I thought, well, if he hit me with that across the head… And then he threatened to punch me, you know. And then the social worker said to him, why did you hit [relative’s name]? And he said, well, I have to show her who’s boss, like we do in Nigeria. The man is the boss. And if the wife doesn’t behave, I believe that they’re into beating their wives, the Nigerians, the older generation.

00:50:17
So, that was his, you know, excuse, just to show her who’s boss. So, that was, once again, perhaps, the memory was in Nigeria, you know. Because I know [patient’s name]’s generation in Nigeria were into hitting their wives. I don’t know.
RE
Yes. And has he tried to hit any of the staff in the hospital?

PA
No, apart from pushing the young nurse out of the way. But obviously, he didn’t realise she was pregnant. You shouldn’t have done it. But quite menacing, you know. When somebody snarls at you, you assume everybody is the same [?], get out of the way.

RE
Yes. Why do you think he’s behaving that way? What do you make of it?

PA
I just put it down to the dementia. Because as I say, I have read things, and I’m not actually a discussion person. Although, I went to a dementia meeting at Mornington Crescent.
RE
Who was that run by?

PA
I think it was Dementia Society. I know they were always writing to me to go along, and I thought, well, it’s… I thought, that’s quite easy for me to get to. It’s bus to door.
00:51:43
RE
Yes, it’s just up the road, isn’t it?

PA
So, I went along there, and there were three ladies, and I thought, oh dear, am I out of my depth here? There were four ladies and a gentleman and the chair. The gentleman was a retired headmaster, and his wife was a retired headmistress, who died of dementia. The three ladies had been married to diplomats, who all died of dementia. And the other lady was very funny, Jewish lady, whose husband was still at home. But, you know, it’s quite interesting, because I thought, out the window goes that theory.

Three diplomats, all speaking several languages, all travelling the world, all intellectual wives, died of dementia. Headmaster, wife, headmistress, died of dementia. And the Jewish lady, he was still at home. But this is the first time I’d heard, because they ask me here about the sexual side. I remember she was saying that the husband was a nightmare because when the carers would come, he would think they were women being sent to him for sex. He’d say, right, off with your knickers, which is always funny [laughing]. But, you know, she said, the local rabbi would sometimes call in, and the husband would say, what the F is he doing here, you know?

That’s… Because they ask me here, but I had heard of it, from what this lady said. But as I say, I’m not a great one. I’m always being invited somewhere in the Harrow Road. And I always pass on that, because it’s an evening thing anyway, and I don’t do evening things.

00:53:50
RE
Did you… Sorry. That talk that you did go to, did you… I know it sounds like a change of perspective on things a bit, but did you take anything else away from that? Did you find it useful? Did you learn anything else?

PA
Well, it… Anybody can… not catch… or… develop dementia. And as I said to you previously, and I’ll say again, I don’t think that the fact you’re intellectual, you read… Because recently, we’ve had several well-known writers who’ve died. So, I don’t go along with that 100%. And as I say, there were four highly intellectual people there. One of the ladies, she’d actually written a book which I bought. I think it was called Into the Darkness, and it was about dementia, or her husband being in dementia. And of course, I picked up on the sexual thing, which I had never read about.

So, as I say, there used to be… Where I lived, the Admiral nurses used to have a meeting every Monday, which I used to go to. And that’s when [patient’s name] was first developing it. That was very interesting, but very sad as well, because there was a man there who’d been sort of linked to his wife, and she was in a care home and didn’t recognise him and whatever. But then that got shut down, you know, like a lot of things. And as I say, mainly, I’ve been invited to teas or meetings in the Harrow Road, but it’s always been after 7:00 o’clock at night. And it’s not… Well, anywhere in London as well, you can’t… I mean, it’s not a good area to be in, the Harrow Road, so I’ve always passed on that one.

00:56:05
I have trouble with my balance at the moment as well. I’ve had an offer from the falls clinic, and they provide transport, which I was quite interested in. But she said to me… And then afterwards, we sit down for coffee or tea, and discuss [unclear], and I thought, nah [laughing]. That would have interacted with [patient’s name]. It would mean leaving [patient’s name] on his own. So, that was a no-no.
RE
So, at the moment, are you unable to leave [patient’s name] at home alone?

PA
If… I don’t leave him if I’m going anywhere far. I mean, and I’ve walking… We have, as I say, Tesco delivery. But we have a local… We live here, and just, sort of, on the other side of the road, there’s a small Tesco, and I might leave him to go across there and buy milk. But anywhere other than that, say,  I’m going to Hertfordshire, there’s a carer there all day. But nowhere for any length of time, not at all.
RE
Yes. Okay. And what does [patient’s name] like to do during the day when he’s at home?

PA
Nothing.

RE
No. Does he stay in his bedroom, or does he go to the front room?

PA
He comes out into the living room. We have the papers delivered, his… And he picks The Sun and the Mirror. No, The Star. He reads those. I say to him, you know, why… If you’ve read one, you’ve read them all.

00:57:45
They’ve all got… Both got the same rubbish in. But he pays for it, so that’s no problem.  [name] was a very very clean man. And if he went into the kitchen, saw a dirty cup or whatever, he would immediately clean it up. Or he’d say to me, leave the washing up, I’ll do it. And on several… Some occasions, I’ve seen him in the kitchen with a knife and fork, perhaps, waiting to be washed, and he knows that it’s there for something because he’s standing there trying to work it out. So, I hit upon the idea of leaving some of the dirty plates or cups in the sink so he knows that they’re there, and it worked. So, when he stopped in the kitchen and saw a plate or a cup in the sink, he would start to clean it. Took him a long time, but I thought, well, at least it’s, you know…
RE
Yes, it’s a bit of activity, isn’t it?
PA
Yes, it’s a little bit of activity. I got him a wheelchair via the wheelchair people, who were wonderful, at [place]. Really impressed by that office as well. They were so lovely. And they provide transport. Because when they said, [place] [laughing], I can’t get [patient’s name] to [place]. But, no, doesn’t want to go out. And the carer say, [patient’s name]—because we have an inner garden in the flat so you can walk around—[patient’s name], let’s go down. No. So, it hasn’t been used. And he’s got a frame that he never uses. I make sure there are these sticks scattered about the flat, which he refuses to use. But he doesn’t… You know, I’ve got a niece who lives in [place], who’s a bit younger than me.

00:59:57
She must be, sort of, early 70s. But she’s a very ill lady, but she had very… She has a family, a very close family, and her husband. And she was always very fond of [patient’s name]. She would always buy him rabbits years ago. And she often says, why don’t you bring [patient’s name] over in a taxi, you know? And I said, [neice’s name] would like to see you. And he has recollection of her, but no, doesn’t want to go.
I used… My son used to collect him to go down to Hertfordshire. But then on the last visit, they’d started to put lifts in all the rail stations now, which is wonderful. But on this occasion, there was no lift, and a long flight of stairs. And my daughter stood behind [patient’s name], and my son stood in front of him, one step, [patient’s name], one step. And [patient’s name] was crying, you know, he was frightened. And then at the house, when we used to get there, the girls, invariably, the younger ones—I think one’s 15, one’s 13, and one’s 11—then seeing their girl cousins, they would all be in the living room, discussing boys or… So, [patient’s name] didn’t really see them. And then their toilet was upstairs, a flight up. Anyway, my son said, after that, he said, I don’t think it’s fair for [patient’s name] to come down here.

But in the last few months, a lift has gone in. But [patient’s name] wouldn’t go now anyway. And my son said, no, it’s not fair on him, you know, because even if he got upstairs to the toilet, you know, it would be strange for him because all the bedrooms are there, with clothes scattered about. You can imagine with three girls, you know. So, he doesn’t really go anywhere. Everybody comes to us.

01:02:11
We were going to the podiatry clinic in [place]. And then one week, [name]  said, I’m not going. So, I had to ring them up and cancel them. And, you know, I mean, same day appointment being cancelled is a waste, so they arranged for the podiatrist to come to us. The Soho nurses come to me to take the warfarin reading, because their warfarin clinic is in the church in [place]. Do you of it?
RE
I don’t think so.

PA
Anyway, there’s a church in [place]. Although, it’s one of those places, it’s so near, but it’s too far for me. I can’t walk there, obviously. And it has to be a taxi, but taxi can’t always stop on the [road]. You can imagine what it’s like. So, they come to see me now, so that’s all in hand. But [patient’s name] would not…

Oh, he takes the rubbish down. He’s very interested in the rubbish. I… Because we have the flight of stairs from the flat, or the front door. And he’s quite fierce about that. That’s his job. That’s his rubbish. So, I don’t like him doing it, because going down the stairs, though there’s a rail on either side, [name] will lean forward, you know, really forward. And I often look at him and think, if he falls, he’ll fall on his head. I can do nothing about it. But I mean, if I’m there before he’s done the rubbish, then I’ll do the rubbish, you know. But if not, he… Because this is the him being obstinate.
RE
And do you see that as part of the dementia as well?

01:04:18
PA
Well, no, because he’s always been obstinate. Obviously, it’s come out even more with the dementia; the bad-temperedness, the snarling.

RE
What do you mean by the snarling?

PA
Well, he, sort of, [growling sound] leave me alone. [impersonation] 
RE
Okay.

PA
And, you know, once he does that in the flat, then I just leave it.

RE
Because it sounds like you both spend quite a lot of time there, when it’s just the two of you.

PA
Well, I’ve got my own bedroom. I had that decorated purple some time ago, splashed out beautiful purple carpet. And I’m an avid reader. So, in the morning, I’ll get up and potter about, and [patient’s name] doesn’t… Yes, he does have… Did have… Half-boiled eggs, he used to like. Give him his medication. And I’d have my breakfast, and then do a bit of cleaning up. And then, invariably, I would go and rest in my bedroom. So, it’s my sort of haven, my escape. [Patient’s name] wasn’t always happy with that. He would say, why are you sitting here? Why are you always in here? Being quite aggressive. And I’d try to explain to him that I was in a lot of pain.

01:05:44
Well, why don’t you see a doctor? You know, I tried to explain, but he wasn’t accepting that, you know. Arthritis is not something [patient’s name]’s got, or associates with, so… And as I say, once a month, I’d go down and see the younger grandchildren at Hertfordshire. Then, once a week, normally on a Wednesday, when a carer was there, I’d go and have lunch with my old work colleagues. And hospital visits – oh, I’m under the orthopaedic hospital, they were very kind. They opened up their new quarters just opposite from the corner [laughing]. Not main hospital, the clinic.
RE
I think I’ve seen that. Is it in those new flats by [street]?

PA
Yes. No, at the other end. [street]
RE
Yes, I think I’ve been past that.

PA
Yes. It’s a sort of… They built luxury flats. It’s all… Then there’s the clinic. And then they had to build 12 council flats, and you can… You know, the pride, posh flats, with glass and black marble. And the social housing flats… the social housing flats [laughing]. Yes, so as I say, the arrangement with them now is, if and when I want these operations, to let them know. The back one will never take… That is already kicking in, so I’ll take morphine for that. My right leg is very nasty. But I try to deal with them with massaging myself, which helps a little bit. But, you know, mine is an old thing. And I think, coming away from dementia, of course, when they say, lose weight, because of the joints, it is true.

01:07:54
Because I was always a very slender lady, but with the worries, and then the worries with [patient’s name], not these worries, I’ve put on a lot of weight. And so, for several years, I was walking about, weighing 16 or 17st. And by that time, you know, my knees had already started to go. So, that is true. But, I mean, luckily, I decided to lose the weight, and I’m down to 9.5st. And I’m quite careful on what I eat, you know. The only big thing is that you must’nt eat vegetables on the warfarin – green vegetables. What a pain in the neck, because I love vegetables. And of course, you know, if you’re trying to lose weight…
But [patient’s name], on the whole, I tend to get takeaway meals because, as I say, I can’t cook. And my daughter brought him a small table that he can have in front of him in the lounge. And he, sometimes, he insists he wants to go into the kitchen. And then, one evening, he was in the kitchen, he fell off the chair. They were heavy oak chairs. And once again, I couldn’t get him up properly, and my foot went under the chair. And of course [patient’s name] leaned on it, so it came down on my foot, you know.

So, he was eating fairly alright. I made sure that he had quite a varied diet, a lot of the things, the ready-made meals, or I would buy packets of microwave rice because he likes rice and things like that. Lots of bananas because he… Lots of cashew nuts. So, like here, you know, I bring them in. So…
RE
Okay. Because you mentioned that you come in sometimes at mealtimes to make sure that he’s eaten.
01:10:05
PA
Yes, I come in every day. One or two days during the week, like last night… I can’t remember. I was doing something... Oh, my daughter came to London, managed to get to London yesterday. So, I came in at half past five, when they had the evening meal. But every day, I come in.

RE
And do you help him with eating? or do you…
PA
Yes. I feed him like a baby.

RE
Okay. And do you find that he responds better to you than to the nurses?

PA
I don’t know if they’ve had any trouble, because from the word go, I’ve been coming in. Like today, there was goat meat, and he normally likes goat meat, goat meat and rice.

RE
Provided by the hospital?

PA
Yes. Goat meat curry. Yes, I don’t… I only bring nuts or bananas. But, you know, I was saying to the nurses—once again, this is another reason why—I said, you’ve got to remember that [patient’s name] is an old Nigerian, and they’re not used to our breakfast food, like cornflakes or porridge. They have something similar, what’s called garri, which they drink out of a glass.

01:11:19
I said, he likes hard-boiled eggs. They started to give him those.
RE
That’s good.

PA
Yes. And I think the food is very good here. But like today, I tasted the goat meat, and it was quite tough, actually. The rice, he ate all the rice up, and half the goat meat as well, which I cut into smaller pieces. Because as I say, I could see that they’re trying to feed the other three as well. And he seems to be eating quite… We’ve had one or two episodes, where he… No, I don’t want to eat. And after a time, I said, fine, you don’t want to eat. And I said, they’re going to throw it away. He said, but it’s my money. I bought that. I said, well, they’re going to throw it away. And I think that made him a bit more agreeable to eating. Not that he does buy it, but…
RE
Okay. So, you find, if you remind him of the cost of it, then he’s more motivated to eat it?
PA
Yes. I said, they’d throw it away. It’s for you, eat it up. I said, I don’t want to eat it up, it’s for you. So, like today, sometimes, you know. So, you know, I think the food they serve up is very good. [Patient’s name] been drinking the soup. And the dietitian, her… She said, you know, she’d been watching me. I said, one thing, I do not spoon-feed him soup. I pour it into one of the little beakers and give him so he can drink the soup. I said, do you know, I can’t be having…  Spoon-feeding somebody soup, which will dribble down [laughing]. And she’s all, that was a good idea.
01:13:14
RE
Sounds very sensible.

PA
Yes. That makes sense. And she did a taped interview too [laughing]. 
RE
Oh did she?

PA
Yes. And I said, do you know… And another tip I gave her, [patient’s name], there’s a dish that [patient’s name] has called white fish with parsley sauce, and a swede mixture, and some mash potato. And I said, what I do is, I mix it altogether so [name] getting, in a mouthful, bit of everything. Whereas, if I just gave him the fish, he’s likely to say, I don’t want anymore, and he’s not have the swede or the potato. So, now, I mix it all in together. So, he’s getting all three. So, if he decides he doesn’t want anymore… So, she thought that was a good idea.
RE
That does sound like a very clever idea. And have you worked that out through trial and error, looking after him at home?

PA
Yes. He doesn’t normally have soup at home. As I say, I try to get him certain takeaways that he will like. And he does like vegetables, so I’ve always got green vegetables, even though I can’t eat them. So, he has quite a good diet at home. He eats bananas every day, his cashew nuts every day. There’s a drink that I buy for him, that’s similar to Ensure, but cheaper, called Dan's Nourishment Meal.
01:14:44
So, at home, in the morning, he was having a plastic tumbler with milk, two big tablespoonfuls of bran, a chopped-up banana, and honey, always together. And in the microwave for two minutes. He doesn’t like… So, that was a good meal in itself. That was breakfast.

And then, lunchtime, I’d give him whatever. Or if he didn’t want, I’d make the hard-boiled egg, things that he could pick up and eat. And then, in the evening, I do him a takeaway meal. He quite likes Chinese food. I personally don’t like these ready-made meals. But the ones he’d like, shepherd's pie. I would microwave one of those and put green vegetables with it. And then that would… Baby food or toddlers food. So, he’s eating quite well at home, actually, and certainly in here as well. Yes. But, yes, I said to her, no, he does not eat the little custard pots or yogurts.
RE
Yes. You mean the ones… The nutritional supplements in that form?
PA
Yes. He doesn’t eat those. Once or twice, I had the yogurt. Then when I read the ingredients, you know, I thought, trying to lose a bit of weight – 500 calories! [Laughing.] And I didn’t realise they were top-up food. But he won’t… It’s not his generation who would eat that type of food. So, they do supply a banana every day. I still bring one across, just in case… Last night, I brought one across. He ate that, and he ate the one from the hospital. So, he’s eating quite well in there.
RE
Yes. It sounds like you’re taking very good care of him, in that way.

01:16:49
[omitted part as identifiable]
01:29:24
And it was so sad because he’d only recently died. And her mother, who could’ve supplied lots of information, was in a care home with dementia. But that was quite sad. Yes, he was killed in the last days of the war, you know. And if we’d have known… I mean, I don’t know why my mother… Perhaps she did keep in touch, I don’t know.

But all these people were… You know, because I was the last. I mean, my sisters and everybody else, they were always so much older. I mean, I knew my grandfather. I didn’t know who he was, but I met him a couple of times. But he was a tall man with a long beard, so you can imagine [unclear]. That’s a sad, interesting story. And as I say, what’s even sadder, he was devout for all those years, and when this young lady got in touch, he’d only recently died. And of course, she was interested, as if I could supply any information. Hopefully, I’ll meet her one day. She lives in [place]. She works. I think she’s got two children at… So, it’s an academic streak somewhere as well, because the two children are at or have been at university, you know. So, I got my wish…
RE
Thank you.

PA
[Inaudible].
RE
Yes. I’ll turn this off.
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