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I:	…quickly through just more the consent bit. So I hope you got the information about our study. So we are currently talking UK-wide to staff and family members, but also couples themselves, just to learn a little bit more about how could we best support couples when one partner has dementia. So are you okay for me to record the conversation?

P:	Yeah.

I:	So I’m not recording a video but it’s like with a little audio recorder.

P:	Yeah, that’s fine.

I:	It’s just for me afterwards so I can remind myself. And then of course in the write-up, no names will be used, no organisations, so nothing that’s identifiable. And then also in the end, we’re writing things up, so everyone who participated will get like a summary of findings as well. And then of course to (organisation) because we’re working quite closely with (recruitment contact), we will also hope to maybe do some kind of dissemination event. Do you have any questions about anything about the study or…?

P:	No.

I:	Okay, that’s perfect. It’s just to really have a conversation and just hear a little bit from you and your experience of accompanying Y and Z. So I just thought in the beginning, just if you want to just tell me a little bit about them.

P:	They have obviously been together a long time, and before living with me, they lived in a service called X and they had their own flat and they did a lot of things themselves. They were considered very independent and would go to the shops on their own, [inaudible 00:01:50], et cetera. And I think a lot of the changes in behaviour with Z were fed through from Y really. Y was feeding through staff that she’d gone out and she’d not come back, or she was getting frustrated in the flat. So eventually a diagnosis and then they moved into my service, which is a 24-hour registered care service. 

So they live with two other people. At the time we felt that was the best idea. With hindsight, I wonder whether it really was, because although Z could live with anyone really, her dementia is so far progressed that she doesn’t really know who she’s with. But Y, she doesn’t generally recognise Y a lot now either. But Y, I wonder whether we made a bit of a mistake because he lives in a high needs flat where the people we support have got high needs, but he moved in not having those high needs and in some ways he’s got used to being cared for. Because he’s living with people with additional needs, that he then thought, oh well, if they’re getting waited on hand and foot, as such, then maybe someone can do things for me. 

And I think he’s lost some skills through that. And obviously he finds it very distressing now when Z’s saying, my husband, and he’s saying, I’m here dear, and she won’t even acknowledge him. I might ramble, Paula, so I’m really sorry if I go off on a tangent.

I:	No, this is great. So actually, maybe we can talk a little bit more about the move, because of course hindsight is always great, it would be great to have it.

P:	Yeah.

I:	Do you remember, were Y and Z involved in the planning or decision-making at that stage?

P:	Yeah. I can only comment from the visits and things that they did, so they didn’t just move, their families were involved. Z’s sister X, who you’re going to make contact with, came to visit. Z and Y came to visit. And X, Y’s brother, was also involved. They came for dinner, then they came for another dinner, then they came for a longer day, then they did an overnight stay, until we felt that it was really appropriate to move them. And that seemed to go okay, it was only later on that I think we realised maybe it wasn’t working as well for Y as it was Z.

I:	And at that time was it important for Y that he was saying that he wanted to stay with Z?

P:	Yeah, very much so. And for Z at that point because Y was her whole world and we were turning it upside down as it was and the one thing that was consistent with Z was Y. So yeah, they wanted to stay together and that’s what we did, we kept them together.

I:	And you said there living with two other people, so is it like everyone has a bedroom and then there’s some shared common area or…?

P:	Yeah. Four bedrooms, one bathroom, one toilet, a living room, shared kitchen. Another person that lives there also has dementia and then another lady is just more frail due to old age.

I:	And what do you feel Y has been struggling with over time?

P:	Well, it’s such a combination of factors and I don’t know whether we can pin it all on just one, particularly because of the pandemic. Because if I’m being completely honest, I think there was maybe a little bit of lacking in information when we moved them over as a couple, because so much focus was placed on Z and her dementia that maybe we didn’t get the full lowdown on Y. Because then sometimes he would want to do things that would be really independent and he wanted to go out and trial them, whereas we were a bit more risk-averse, going, oh, I’m not sure whether he can go out for three hours on his own and will be okay. And obviously we still communicated with the other service and they would fill us in on stuff, but I think even then, he started to push back a little bit and go, I am doing this and I am going to walk off. 

He’d go to the shop and get four cans of cider and sit on the side of the road and have a few to drink. And then I’d drive around and find him. It was fairly comical in some ways when you look back, but what he was really trying to say to us was, I can do this, I’m a very independent gentleman. And then COVID hit, so then obviously he was stuck in anyway, he couldn’t go out, and then just became a little…well, very secluded really and his anxieties were really increased. He has always been a very clean person, so he’s meticulous at washing his hands, he has to count for a certain number, so we saw all that intensify really. 

He tried to control the people that were in the flat, so not only if Z wanted something to eat, he would say yes or no, and if she didn’t eat anyway, then he’d pick it up and he’d throw it at her. His frustrations were just coming out in a way, rather than saying, I’m not coping. It was those behaviours that came out instead. And to be honest, sometimes I want to throw something at my husband because he’s annoying me. It was nothing too bad but just frustration.

I:	And they’re not sharing a bedroom anymore since they’ve moved?

P:	No. So they started sharing a bedroom, and then she is gradually… They had one of those double beds that was a double but it operates singularly so they could get broken down. And gradually, obviously, she started to be more destructive on a night-time, and therefore he basically just took it upon himself… We have a spare room and he just started to sleep in there. So we just got to that point where, after conversations with him, we brought in a counsellor to support him. Who did some pictorial work and things with him, just looking at memories and life stories, and just someone to vent to really. 

So she did some story work with him, really around the loss of his wife as he knew her, which worked very well. Then it stopped, obviously, because they’re in a very good place, and then [inaudible 00:09:21], it’s very up and down.

I:	And you saw a difference when that work was being done, that that helped him?

P:	What work, sorry?

I:	The counselling work around the memories and the life story work.

P:	Yeah. Y has to get to know someone before he will warm to them, so he’s not someone that will walk in a room and go, who are you? He wants that familiar person that makes him feel comfortable. And the counsellor did, she made him feel comfortable and he enjoyed those sessions and he got that one to one time away. So I think they were really beneficial. She then retired and we’ve really struggled to get another counsellor in that has some experience of everything that we want to cover really. 

I:	Does he ever ask any questions about his concerns or questions?

P:	Yeah, he does, or he’ll make his own conclusion about stuff. Z can be very vocal when getting washed, she doesn’t like being wet, whether it’s the sensation, we’ve tried lots of different methods. Rather than a shower, she doesn’t want the bath, using a jug of water, just to look at whether any sensations are affecting that. And when she’s shouting, he will say, it’s because she’s got dandruff. He’s made that conclusion himself and why she’s shouting, but that’s his way of coping. But he will, if she’s in the bathroom, he will still stand outside the bathroom door just waiting for her to stop really.

I:	So how are they relating to each other now? What’s their relationship like?

P:	It’s almost, and I don’t say this easily, but it’s almost like they don’t have a relationship anymore. If Y moved out of that flat, I’m not sure Z would ever really notice, unless you said. She’d ask after him and you could provide reassurance as to where he was, but that could go on forever. And Y seems to have slightly moved on from where she is. He really gets on with a couple of staff members and he talks a lot about them, but very rarely does he ask if Z’s okay. 

I:	So do they still have any moments of kind of sitting together, him holding her hand?

P:	No. Sometimes, if it’s the acknowledgement of an event, so Z’s birthday or it’s their wedding anniversary, then he will say, it’s our wedding anniversary, but it’s kind of that status of, I’m married more than… Yeah, the status of, I’m married, more than, I feel that connection to my wife anymore.

I:	And can I just what your role is in their life, or how long you have known them?

P:	Well, it’s probably about five or six years I’ve known them now. I’m the registered manager so I go in as and when I’m on shift. Not at the moment because of the COVID situation, but Z wouldn’t know who I was. She’d never be able to acknowledge me by name. Y is always really happy to see me, he comes in for a hug, reminds me of what day I’m supposed to be doing a shift, and then gets on with stuff. 

I:	And when did they move to the services, what year was that?

P:	I couldn’t tell you, Paula, it’s gone from my head, I’d have to check. Sorry, Paula, two seconds. Sorry.

I:	That’s fine. Was it very shortly before the pandemic or was it a little bit longer?

P:	It must have been 18 months, maybe a year. I think about 18 months.

I:	Before the pandemic or…?

P:	Before the pandemic, yeah.

I:	Okay. And how would you say Z’s dementia progressed since she moved? Was it maybe different in the beginning and how did it…?

P:	Oh yes, it’s definitely progressed. When she first moved in, if Y went out, she would ask continuously where he was until he arrived back in and she would then acknowledge him. But like I say, now, she wouldn’t know if he’s gone permanently, I don’t think anyway. She’s very loud, which is one of our challenges, because she can be quite upsetting to other people that she lives with. She really struggles with sleep. But you can tell she’s exhausted, her facial expressions, her body looks absolutely shattered, but she cannot get her brain to turn off to go to sleep. Which we’ve basically got support through medication and psychiatrists and the GP. 

But as with lots of people with a learning disability, their reactions to medication isn’t always what the general population does. So a small dose of a sleeping tablet really doesn’t have much effect on her and we just ask for it to be increased gradually because she’s obviously struggling.

I:	How does her support look like just now? Who’s involved in supporting her?

P:	Everything has really gone now. She can feed herself, so we have asked for the SALT team to come in again because she’s gulping quite a lot. She’s on liquid versions of medication, she won’t take a tablet. Her day is still very much the same and completely led by her, so backwards and forwards and up and down the corridor to the toilet, back in to the toilet, back again. 

We’ve seen an increase in falls over the last few years, but fortunately we’ve managed to get her back on to moving her feet all the time. She broke her hip about three years ago, just before the pandemic. And before falling over, she always walked with a frame. Unless she’s had a really good day, she’s forgotten about the frame and then she just goes without it because she’s forgotten about it.

I:	You also mentioned that siblings, so Y’s and Z’s siblings are still involved and visiting. What is their role or how helpful is that?

P:	Yeah, (Z’s sister) is very involved, she will come every week. She can’t at the moment because of the pandemic. But she is a nutritionist, so she’s got a lot of thoughts on probiotics and selenium and things, things that she’s always giving me advice on, which is really helpful. It’s amazing stuff, she’s clearly very knowledgeable. I think it took her a lot longer to accept Z’s diagnosis than everyone else that was around, but probably because Z always knew who (sister) was and that familiarity in the long-term memory meant that not too much changed at first when (sister) visited. Whereas now, you have to say, your sister’s here, and then she kind of looks at her and goes, oh. She’s so desperately clinging on to those good days, is (sister), which is what any family member would do, I suppose. She’s a lovely lady.

X is Y’s brother, and his dad is still alive as well, he’s in his 90s but he’s still here. And they don’t have as much face to face contact. I’m not sure, we’ve probably seen them once in the last 12 months. They’re not local to here so it’s quite a round trip for them. [Inaudible 00:19:31]. They don’t connect to Z quite so much, I don’t think. They worry about Y and obviously they want Y and Z both to be happy. (Z’s sister)’s certainly very opinionated about stuff, and (Y’s brother), I think, just runs with it [inaudible 00:19:53].

I:	And how is (Z’s sisters)’s and Y’s relationship when she visits?

P:	Amazing. (Z’s sister) loves Y as much as she does Z. They used to, before, when Z’s deterioration happened with her dementia and she couldn’t go back to (sisters)’s, she lives in Oxford and the house has got stairs and Z couldn’t do that anymore. Y would still go back for the day and spend the time with (Z’s sister) because they had that relationship. But he chooses not to go anymore as well. I think it’s probably more COVID-related and we’re working on building up his confidence again, but he’s just not keen on going out quite as much. 

He was also diagnosed gluten-free, so there’s so much education around what food he can take, what makes you feel okay, so he gets really worried about eating out because he doesn’t know what he’s having. So that creates anxiety for him, knowing that he’s going to have to go and choose something that he doesn’t know that’s going to make him poorly.

I:	And what is Y’s understanding of dementia, what does it mean to him and how does he understand?

P:	He’s always said, she’s confused. I don’t think he connects it to being the brain or anything like that really now, it’s just that she’s confused.

I:	And is there still work done around that? I think you mentioned the counsellor, but I know that you have (Dementia LD nurse), of course.

P:	Yeah, we’ve tried the counsellor and our own dementia nurses and our nurses and things, but he’s just never really been able to do it. So whether he really has the capacity to understand the complexity of dementia, it’s not easy disease to understand, is it? So that in itself is quite hard. He did go, because we ran a dementia café before the pandemic beginning, so he would attend the dementia café with Z. So he did get some feedback and a bit of time to connect with others on that level then. But again, you’ve got COVID, so it’s not quite back up and running.

I:	And how does his life look like now, his everyday life?

P:	He has really struggled getting back into sessions. We used to go to a day service, like a learning opportunity, five day a week, and he chooses not to attend anymore. He goes to a group on a Friday and a Thursday afternoon. He used to be really outdoors and always in the garden, and he’s a big fan of football, which he still enjoys, but he’s slightly living in the past a bit himself. 

So I recently got him to his Manchester United game, which he went to watch with his keyworker, Paula, who he adores. And it was the whole game. I’ve got some lovely videos of him, and the whole game, apparently, he just kept shouting for Wayne Rooney, who no longer plays for them. So again, he had a good time, he didn’t really know where Wayne Rooney was. He doesn’t connect quite so much with those sorts of changes.

I:	What age is he now, Y?

P:	He’s about 63.

I:	Sixty-three, okay.

P:	Roundabout, I might be slightly wrong, but definitely over 62 and I think he’s below 65. 

I:	And you mentioned a little bit some of his support network and people in his life, so there are some keyworkers?

P:	Yes. Y was the first person to move into (service), the first person into (service) charity, and he, in some ways, has been given a bit of a status themselves, you were the first person to (service) and… I’ve forgotten what the question was, Paula.

I:	Who are the important people in his life?

P:	So he had this thing about a job title, because he knows the directors and they know him and they often visit him. If I’m asking him to complete a task, Y can you complete your flat job and clean the bathroom, or whatever, he would say, okay then. But the person that he considers lower in the hierarchy, he would maybe not have that same reaction. But the keyworker he really draws to, so, you are my keyworker. It’s that, you are my person, you are my safety, that person that he goes to, and that is certainly Paula.

I:	And does he…because you mentioned with the counsellor, he did some work more about memories and life stories, does he have some memory box or albums or life stories that he still looks at or uses sometimes?

P:	We have thousands of photos and stories of when he was at school, so old reports from when he was at school at [inaudible 00:25:44]. And there is a memory group running at the moment but he says he doesn’t want to be a part of it, just putting together a bit of a timeline. There are videos and stuff for him with previous keyworkers about what does good support look like.

I:	And in relation to Z, so does he ever still look at, like, wedding pictures or things?

P:	Not to my knowledge but I could be wrong there. He certainly has his wedding picture up on his bedroom wall and on his bedroom cabinet.

I:	And I just wondered if there are any plans for the future, if there’s been any talk about more future planning for them together, or as separate, as partners?

P:	We’ve recently done a review grant and everything. As I say, we really want to [inaudible 00:26:49] for Z but we’re also trying to [inaudible 00:26:53] because she’s so vocal in having her fusion packs. So we did speak about it in the last review and basically said that we probably do need to consider somewhere else. Our buildings - I know you’re not here – but our buildings really are not designed for someone with advanced needs. There’s no way to get a hoist into her bathroom, there are no windows in bathrooms. We’ve got spiral staircases. They’re just not practical for someone that’s heading towards end of life, which is horrible. We managed to support someone at their end of life and I really want to do that for everybody. 

My idea of perfect would be for them to knock the buildings down and rebuild them so that they’re suitable for everyone here. But she has such an impact on others that we have said to the social worker that we need to find a new placement for her. And ideally, that would be a two-bed place with Y, if he wants to go with her, and we do involve him in that. I’m not sure he would want to, but that again will be his decision at that time and I don’t want to throw questions at him just yet.

I:	And does he ever ask about future…?

P:	So we tried a move, I didn’t mention this, but we had a vacancy come up in another flat and we offered it to him and he jumped at the opportunity, he was going to move. It lasted about four hours, and then he got all his stuff and went back to where his flat was with Z. It was when they were sharing a bedroom. Got back into bed and refused to move. At that point, we went, okay, you’ve made your point clear, you don’t to move anymore.

I:	And since then, it’s not something that he asks about in relation to him or also to Z, what will happen to Z?

P:	No.

I:	And who is involved in this review meeting? I know that it’s like an initial stage.

P:	So (Z’s sister), Z’s sister, the social workers. We’ve spoken to the psychiatrists and GP, because if there’s something we can do that means she can continue where she’s living and she’s less anxious and more settled, then obviously we want to try that. And we are still exploring a few options there, but none have been successful, sadly.

I:	I can imagine that it’s difficult, also just physically, the layout of how the service is and how that impacts on everybody. What do you feel is working well in terms of supporting Z?

P:	She had an amazing life story/support plan in place. It’s got pictures, it’s got from birth right through to where she is, which is great. Her family involvement is still…her circle of support is still involving everybody that she would want to be involved, even though she no longer has the capacity. I think the staff that support her support her amazingly well. They’ve got their routines now, that actually if things aren’t working, they know to get somebody else in to [inaudible 00:30:28].

I:	And I guess the support that Y and Z are receiving is kind of separate, they don’t have people supporting them as a couple but individually?

P:	Yeah, pretty much. In that flat, there are four people and there are two members of staff, so it could be the same member of staff that’s supporting them but it would be at different times. They might eat lunch together.

I:	And just one thing that I wrote down, you mentioned earlier that maybe more towards the beginning, when Y and Z moved to the service, that Z broke her hip.

P:	Yes, she did.

I:	I guess she needed to go to hospital and medical appointments. How was that for Y, do you remember?

P:	He was really worried about her. I can’t remember exactly but obviously he was concerned. We have horrendous experiences with hospitals. So if I can remember rightly, she fell, we had the paramedics in to support. Z could weight bear because her pain threshold is clearly very high. So because she could weight bear, they didn’t feel there were any breaks and they said just rest and monitor. And then obviously a day later, we were still going, no, there’s something not right, she can’t move. We eventually got her to hospital and that’s where they discovered the break.

I:	And how do you feel in terms of supporting Y for this working well or what is important for him and his support?

P:	It would be great to get another counsellor in that would support him in a way that he needs, because he doesn’t get enough of that one to one time to just get away. That would need to be funded by the sponsoring authority and currently at the moment they aren’t funding very well at all. We have challenged that, so we’re waiting for a response. And we’ve offered Y some respite through a Shared Lives’ scheme, but again it would need to be funded through the sponsoring authority but we haven’t had anything back. I’ve gone off on a tangent again and I can’t remember what the question was.

I:	What is working well or what is important in terms of his support that you feel?

P:	Just having that consistency really. We went through a really bad phase last summer where we had a lot of agency staff, people that didn’t really know the service or people that didn’t have that connection with him, and he just took to bed. So he didn’t get up for days at a time until he was incontinent and then he’s needed real hands-on support. So consistency certainly works really well for him, and lots of praise, because he just doesn’t respond well to somebody that he thinks is being bossy, even if they’re not trying to be bossy. 

I:	And does he have a social worker involved?

P:	He does have a social worker but they’ve not been around for very long and it seems to change year on year [inaudible 00:33:59].

I:	And how is your experience of social work with Z, because I guess as her needs are increasing, there’s a need to continuously review and maybe increase funding and support packages?

P:	That sounds perfect, Paula, but that’s not how it works at all. You fight for a social worker, you explain the package that you require. It takes months and months to get that in place, so by the time you’ve got it, there’s been another change in needs and you try and set up the whole process all over again. It’s not easy. It’s the worst part of my job.

I:	And I guess with something like dementia, where it can be so progressive, that can be such a problem when you feel like, oh, we need to put something in place?

P:	Yeah. I remember speaking to an advocacy agency and they said to me, if you ask for an urgent review of someone’s care support, then they are contractually legally obliged, or whatever it is, to review that person within six weeks. Well, six weeks would be amazing, six months would be alright, but it can be 18 months for some people. 

I:	And how do you feel from this review you had, how much is social work involved?

P:	They just did a review and just disappeared again and I’ve not heard sight nor sound. The work then gets put back on you, if you need a new placement for her then find somewhere. 

I:	And I guess you mentioned you also before maybe other people who maybe had dementia. Is there, in the more local area, specialist services that also have learning disability knowledge?

P:	We have a NED, but I think, to be honest, my service and the staff are probably the most knowledgeable people because they live it every day. It’s often easy for someone to come in and cast an opinion about a service that we’re providing and it can be really frustrating because, you know, have you tried the OT, have you tried the physio? Of course we have, they’re the first people that we contact. Sorry, I’m a bit…

I:	No, no, it’s very important also. Because I guess that’s also about then what choices are actually there, how many options.

P:	Yeah. I only have experience of my service, so I only know what we do, but I believe that we explore every option. And then when we do ask someone to come in, it really is, I don’t want you to give me the standard answers, I want something out there that’s basically a magic wand that’s going to make it all go away.

I:	I think that’s all my questions. I don’t know if there’s anything that I haven’t asked that you feel it’s important to know in terms of their relationships or where they’re at.

P:	No, I don’t think so. I’m really sorry if I just went off on one.

I:	No, that’s fine.

P:	Hopefully there’s something in there that’s relevant.

I:	Definitely. Thank you so much.

P:	I never actually got to see your face because I’ve had a security wall thing come up the whole time that we were speaking, but I could hear you.

I:	Okay, that’s good. Thank you so much. And then, as I said, once we…at the end of our study, we will send everyone some initial findings and share things.

P:	Lovely.

I:	Thank you so much.

P:	Thank you. Bye.

I:	Bye.
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