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P:
Hello.
I:
Hi, x. Hi, it’s Paula. 
P:
Hi, Paula. How are you? 
I:
I’m good. How are you?

P:
Yes, all good thanks, yes. Nice and sunny.

I:
Yes. Well, it's quite cloudy here today, actually. 
P:
Oh, maybe tomorrow. Yes. It’s still cold though, although you’re probably colder still up there, so I shouldn't complain.
I:
I feel like with the wind here, it's always cold. 
P:
Yes. And in fact, it's very windy here, an easterly wind. Yes. So, it is quite chilly. Never mind, never mind, what can we expect.

I:
I know. Maybe it will get better in May.

P:
Yes, absolutely, yes.
I:
Yes.

P:
Right, so, I’m in your hands.

I:
Yes. Thank you so much again for taking the time. And thanks for sending the consent form, so I will definitely just upload that. But yes, to just say again that if you have any more questions about the study, and if you’re fine if I just record…so, I'm just recording our voice conversation. 
P:
Yes, that’s fine.

I:
Yes.

P:
My only worry, as you know, was any links with pharmaceutical companies, but they’ve cleared all that, so that's fine.
I:
Okay.

P:
Yes, you can…yes, do what you like, do what works.

I:
Yes. And of course, I understand that dementia is a topic that can be really difficult to talk about, so if there's any…at any point you want a break, or there's any question that you don't want to answer, just let me know. 
P:
Yes, that's fine. Okay. Yes.

I:
And I think what we're really interested in is to look at the story of Y and Z, so their relationship before dementia and then maybe how it had changed since. So, I thought, if we can just start with…if you can tell me a little bit about how they met.
P:
Yes. Z had…I don't know if you've heard of [Niccolò – not sure this is correct] timeline, but just briefly, Z had lived with mum all her life, she didn't go anywhere. So, when she was 34, Z, the last few years of her life…mum then died. So, we found (service), which was hard going, but we found somewhere. And she just met Y as part of…probably about a year after she'd been at (service). She set her sights on him. He was a bit bewildered, like a rabbit caught in the headlights, as often is with men and women. Yes. So, they obviously then got engaged and got married, had a lovely wedding, you've probably…I don’t know, have seen all those photos.
I:
A few, yes.

P:
Yes. Actually, Z went to live with Y. He was already living off of the little campus, because he was deemed to be sufficiently able to live in the community, if you like, but with help for meals, things like that. But Z was of the same level, so she was able…so they lived for a long time in a flat, just the two of them, as husband and wife, but with support now and then, there was a place round the corner. And that all worked really well, until probably…gosh, I should know the dates, but I can't remember exactly, probably about four years ago. And then, Z was diagnosed with Alzheimer's, which I wasn't even aware of. She didn't seem to be any different to me. I'm not being facetious, but it's difficult to tell dementia with a Down Syndrome person. Because her memory was never brilliant, very little short-term memory anyway. 
So, things didn't change for a while, not markedly. But then I would say in the last couple of years, it has changed more so. And of course, in the last couple of years, we've had this blinking virus, which has changed an awful lot, regardless of the dementia. So, it's very hard to be that precise about what's causing what, especially with Y. But anyway, that's the kind of timeline, that's the pattern. Yes. So, you asked…don’t let me wonder on if you don’t need to know all that.

I:
No, no, that was really helpful. Do you remember initially, when they got together, how do you feel people reacted to that kind of…maybe the service? Do you feel they were supportive or?
P:
Yes. I think they possibly were the first Downs people to get married. I mean, we're talking 25 years ago now, they married in ‘99. So, it was quite a surprise. But we did all the normal things, a church wedding, and everybody from (service), we had all the residents, a big party. So, we treated it as normally as we would with anybody. People were very excited and pleased for them, and they were both very, very happy. So yes, the reaction was very positive on both sides of the [inaudible due to alarm noise 05:51]. Yes. Is that what you meant? I mean, if I'm not answering the question that you need to ask it, then I’ll…
I:
Yes. No, that's exactly what I mean. Just if you feel that…yes. People from the beginning just felt like, oh, yes, of course, we're going to support it, or do you feel there were anyone who maybe found it more difficult at first or?
P:
No, I don't. I think there was some hesitation, but it was mainly…it wasn't a hesitation about getting married, but it was more, we'd never thought she would. I don't know how Y’s family ever thought he would marry. But I think it was quite a surprise in some ways. Going back that long ago, people didn't really expect Down Syndrome people to marry, not as I can understand it. And certainly, when we were growing up, when we were living in London, Z was considered a Mongol, that's what people would say. And it was a very different attitude to how it is now. 
But no, there was nobody against the wedding. There was some concern about whether or not they would go on to have children, and that was quite a worry. Because I don't know, and still don't know actually, whether the chances of two Down Syndrome people having a Down Syndrome or a learning disabilities child, or whether…I don't think it's a genetic factor, therefore, I don't know that that would have been an issue. But I couldn't think what was worse, to have a Down Syndrome child, or to have a so-called normal child with two Down Syndrome parents. Anyway, the issue never came up. But there was certainly no reaction against that bit. People were thrilled for them, and it was a very happy day. Yes. 

I:
Was it quite a big wedding?

P:
Yes, it was, yes, we pulled all the stops out. They even had a horse drawn cart. Yes, it was all splendid, and everything was…my mum and dad obviously had died by then, my mother died by then. So, I got lilies, because my mum was Lily, and Albertine roses. We pulled all the stops out and then had a big reception. And as I say, everybody…if you look at the photos, you'll see a lot of the residents, most of the residents are at the wedding in the church. It was a Catholic church because we are. Y's family are Protestant, but the priest was very inclusive. And it was lovely, it was just lovely, yes, beautiful day. My brother gave her away, walked her down the aisle. We bought the dress and the little veil. Yes. We did everything you would do for somebody's wedding, you pull all the stops out, and had a lovely day, and fortunately, very nice weather.
I:
Yes. And it looked like, on this (service) video, that it was a day that they often remembered and that was a really happy memory. 
P:
Oh yes. Yes, I saw that. I've never seen that before, which I find odd, but anyway, that’s another issue. But I've never seen it before, and I don't know that it was…I don't think it was on the day. 
I:
No, no, I think it was recorded later. 
P:
Yes. Anyway, that's quite fine. But yes, they had good memories of it. Z was petrified, and I almost…because I was standing at the altar, as her kind of matron of honour, or whatever you call them, she almost fell into me. No, it was lovely, it was just lovely. And they both were fine and we had a good time. Yes.

I:
And how was their life before the dementia diagnosis?

P:
Oh, it was wonderful. It’s so sad that those days have gone. They used to come to me, certainly every Christmas for a week, every Easter, every bank holiday, weekends, during in between, we'd go on holidays, we’d go out for the day, we did a lot of stuff. There's loads of photos that I have of us at Blenheim and Windsor, different things. And they’re all, I have to say, very happy. We had a really good time. We used to go to…when they came to me for the week for Christmas, we went to two pantomimes. They used to love pantomimes. Yes, we had a grand time. For years and years, we were very lucky to have a really smashing time. As I say, they would stay here for the week, Christmas, or, as I say, for the weekend, if they came down for the weekend. Yes, it was brilliant. 
I think a couple of things happened that began to spoil it. Z was put on to Donepezil, and I'm not a huge fan of all these drugs. And one of the side effects of Donepezil, in fact, all of the Alzheimer’s drugs, is that it causes people to fall. In fact, they banned them, I think, in France, because they say they don't do anything for dementia, and they just make elderly people fall over. And of course, inevitably, that happened with Z, and she broke her hip. And I asked them to stop giving her the Donepezil, but it was too late, because she was then on a frame, and has been on a frame ever since. So, a lot of the normal things we would have done, even with the incipient dementia, we couldn't do anymore. So, that precipitated, I think, a bit of a decline. I mean, it's too late now, it's done. And she's wedded to the frame, she can't move anywhere without it now. 
And unfortunately, I live in an old brewery warehouse, I mean, it's the house, it’s not still a warehouse. But their bedroom was downstairs, and their bathroom, and everything else is on four floors. I mean, it's a lovely old house, it's beautiful, but it's totally impractical for Z. So, it meant that she was less…well, she was not able to come. She would come here and it would take us ages to get her down the stairs to the toilet, and then ages to get her back up again. It just wasn't sensible. So, that made a big difference. Even though she was still not too bad, mentally, it spoilt all of our plans. So, I did…obviously, I see them every week anyway. That changed things a lot. And then, of course, as a result, not as a result of that, but going onto that, of course, her mental capacity started to change. So, all in all, it's just not feasible for them to come here at all now, which was very upsetting for Y.
I:
How was it for Y when she broke her hip? I guess she needed to go to hospital? 
P:
Oh, yes, she was in the hospital. In fact, she fell a couple of times. The side effects of these drugs are often worse than the condition. The first time, she actually broke it, and that's when she went on the frame. Yes. I think they take it all in their stride. People do fall and break things and go to hospital, and they don't seem to be too bothered about it. He was very good; he's always been very loving and very helpful to her. Yes. So, he was fine with all of that. They don't seem to worry about illness, in the way that we might. So yes, he got on with that okay, and she just uses a frame instead of not using a frame.

I:
Yes. Actually, now that you mention that you feel that he’s always been very loving and caring towards her, that's actually something I wanted to ask. Before the dementia diagnosis, do you feel because once they got together as a couple, that in a way, that helped them to be more independent? Or how did they help each other in everyday life?
P:
Before, or now, are you talking about?

I:
Before, yes, before dementia.

P:
Before, they did everything together, and they helped each other and were very close. They looked after each other very much, and I think that was a big factor of their relationship. Downs, as you know, are very loving anyway, usually, and they were very loving towards each other. Y, I think, took on the role of, not took on, but had the role of the male, and was quite conscious of that. So, he was very protective of Z and just in ordinary life, just if we went to a restaurant, he’d make sure she was…excuse me…she was okay and did she need anything. So, he’s always been very much the loving husband. Yes. And you can see from all the photos, they spent half their life hugging and kissing and being together. Sorry, I’ve got a tickle in my throat. So, that was the pattern for 20 odd years, very happy, they seemed, well, they didn’t seem, they were very happy together and very loving together. Yes, a good basis.
I:
And can you tell me a bit about the time when people then first started to suspect dementia and the process of getting the dementia diagnosis? Do you remember how that went?
P:
Well, oddly enough, I didn't know anything about it, which I must admit, to this day, I'm a bit annoyed about. At (service), and I'm sure all these places, they do an annual review, and it's just...the social worker usually comes, and different people at (service). And the person presents, the person being reviewed, presents various things, where they work, and what they do, what their life is like. And we were sitting at this review one year, and somebody mentioned Alzheimer’s. And I looked up and I said, what, what are you talking about. And they had already suspected she had Alzheimer's. Excuse me. I hadn't picked up on that at all. She seemed the same to me, she didn't seem any different. 
Anyway, it turns out that they had done a little test and they’d done, a few months later, done another test. And on the second test, she hadn't performed as well. But I still wasn't sure, because she was the same to me as she'd always been. I couldn't see any…but of course, Alzheimer's is very slow. But whether the test obviously picked up things that I wouldn't have picked up in ordinary conversation, usually to do with memory, of course, I don't know. Anyway, that…so, I wasn't really in on the beginning of the, what was then, incipient dementia, so I was a bit surprised. But then, after probably another year or so, I did begin to realise that she was not responding in exactly the same way anymore. And then the fall kind of scuppered her. That really was the beginning, not of the end, bless her, but was the beginning of a bit of a downhill slide, once she had that nasty hip break and went onto the frame. That seemed to change things, I thought, quite significantly. 

I:
And when I talked to a member of staff before, they mentioned that there was…that there’s a difference between people maybe…the service or (service) suspecting dementia, but then getting an official diagnosis. So, she mentioned that there was a consultant involved and there was a meeting at the flat.
P:
Yes, there was…yes, the psychiatrist, Dr X, was there and obviously, I went to the…it must have been another review. I don't know specifically, I can't remember if it was specifically for that purpose. And she was, this Dr X, was there, and that was…I think that was when they…when she suggested that she should go on to Donepezil. And this was all happening at the flat they used to live in on their own. So, yes. I mean, bearing in mind, I'm not in the loop of (service). I mean, I go all the time, and I know the people, but I'm not…they don't involve me in everything that happens, do you know what I mean? And patently not, because I didn't even know they were testing her for Alzheimer's, which did shock me, that they hadn't told me that.
I:
And do you remember, at the time, what Z and Y's understanding of Alzheimer was?
R:
No, none at all, they didn't really understand. I think…certainly Z had no clue what anyone was talking about. I think we kind of got round it, and I don't know what (service) said, but just saying that she wasn't very well, which is…I mean, it's a bit like this virus, the word virus means nothing to them, or COVID means nothing to them. All we were doing is saying, someone's got a cold, or they’re not very well, is the only way really to explain it. And I think that's what happened, just saying that Z wasn't very well. But he didn't know what that meant, he didn't really understand any more than Z did. 
I:
And did he ever ask any questions about it?
P:
No, I don’t recall. I mean, at that stage, they would still have been coming here, for a while anyway, until she had that hip. No, I just think we kind of made a few allowances. He didn't really know what it meant, he's got his own learning disability problems, obviously. No, I can't…I don't think he ever really queried it, just that she wasn't very well, or she just…like having a cold, but it's hard to explain to somebody who doesn't understand any of it. So, yes. I don’t know what (service)…how they described it to him, but he's never asked me anything about it. 
I:
Despite from the…her falling, the physical decline, in the first two years, what other changes that maybe Y noticed, or you noticed?
P:
First couple of years.
I:
Did you feel it impacted on their life as a couple?
P:
I think it did. They had, by then, moved into a flat in the centre, because it was deemed more sensible for her to be…in fact, they've moved into what I think is called the Alzheimer's or the dementia flat, because there'll be other people in time. He seemed quite okay with that. At first, he wasn’t, he didn't particularly want to move out of his flat that he’d lived in 20 odd years with Z. But they managed to persuade him, or we all persuaded him, that it would be better. Also, for his mental health, because I don't know if…you probably don't know the set up, but the (flat name) is three residential blocks. So, there are lots of people there, not a lot, there’s probably about six or seven in each block. So, there's about 20 other residents there. And that was thought to be a good idea for Y anyway, to be around lots of other people doing other things. So, it was a good idea, and he seemed to settle okay. 
And then I think he decided…I don't know if (service) mentioned this, but it must have been two or three years ago, he then decided he didn't want to…because they’ve always had a double bed in their own bedroom, he decided he didn't want to live in the flat anymore, and actually went to live in the flat next door, or the next tower, sort of 20 feet away. But he was back the same day, and he said, no, I've made a mistake, I want to be in the original flat. So, I think maybe he was a little bit…probably a bit frightened by what was happening, or the lack of things happening. But he changed his mind very quickly, as I say, I don’t think he stayed one night. And what they did instead was, they had already…always had a spare bedroom, which I think the staff would have slept in overnight, because it was 24-hour care in that particular flat, and that became his bedroom. Excuse me. And I think things got easier once he had his own space. And Z didn't seem to be particularly aware that he’d…well, she knew he'd gone, but she didn’t seem particularly bothered, because he was only a few feet away in another bedroom. So, I think that made a difference, that helped. So, that was probably the biggest change, really. And since then, they've just always had their own bedroom, and that just seems to work for both of them. Yes.
I:
And when they did move from their initial flat to the flat that is more shared with more support, what was Z’s involvement or her view of that?
P:
Yes, she seemed to be fine with it all. And it was all handled very well, where does she want her clothes to go, made it kind of an appealing thing to go towards, rather than worry about what they were leaving. So, she, I think, she seemed quite on board with it all. And as I say, at the time, there was a double…they brought their double bed and they were in the same room. But it was picking colours for the room, and those kinds of things, to put a positive spin on it. And I think she seemed more than happy to be there. Plus, of course, at that time, I'm only talking probably about three years ago, at that time, there were friends of hers in the other flat. So, she was also seeing people that she…when they lived in the community, they wouldn't have seen on a daily basis. And she was, I think, at that stage, still going to what they call work, which was really like a craft centre. So, she was seeing more people, and I don't think bothered her to move particularly.
I:
And what were the main reasons for the decision to move them?
P:
When I think they felt that Z needed more care, and especially overnight. It was a 24 hour flat, that particular one. Whereas before, they'd had really very little, not very little care, I don't mean that, because obviously they cared for them, but they only had somebody going in maybe twice a day. So, suddenly, they were in an environment where there was staff there 24 hours a day, which is why I think Y wanted to move, he’d lost his independence a bit. Sorry, I’ve forgotten the question now, what did you say? 
I:
Yes, so main reasons for them to move, so night care. Was that something that had changed, that Z was waking up more often, her sleep was more disturbed or? 
P:
Yes, I presume so. I think there were other people in…this was more about Z, obviously. There's another girl in the flat, in fact, there were other people in the flat, that they're not all the same now, but there was one girl in the flat who's very dependent. She's in a wheelchair. I've never heard her speak at all. We hug each other, but I've never heard her speak. She's in a severe situation and needs 24-hour care. And at the time, the fourth member of the flat was much further down the line with Alzheimer's. So it wasn't just for Z, it was…they needed 24-hour care in that flat…in that one, as far as I know, just one flat at (name flat service) where there is 24-hour care. The others, they just have care during the day. 
So yes, it wasn't just for her, but it was deemed necessary that she had somebody, just in case she woke up at night. Well, as I say, she fell anyway, and I think that was at night, and broke her hip. So, yes. Oh, and the other thing is, which I don't know if they've mentioned, and it seems to be under control now, but about a year or so ago, she then started to have epileptic fits. That has subsequently been helped with medication, I gather. To be honest, I don't...this is where (service) comes into it. I go to see them during the day, so I have no idea what happens at night. I gather there are some disturbed nights, from Z and probably others as well, that's why the staff are there 24/7. 
I:
Yes?
P:
I was only going to say that that's another good reason why Y needed his own room.
I:
Yes. So, he lives with the other three people, but in his own room.
P:
That’s right, yes. There’s a communal sitting room, and kitchen, and a bathroom, and a separate cloakroom, and four rooms, four bedrooms, yes.
I:
And what support network do Z and Y have?

P:
Sorry, what, what?

I:
Support networks. Of course, yourself, and then there's (service), are there other important people in their life?
P:
No, not really. I mean, other than their own friends at (service), no, not nearly. I think I'm the only…my brother lives way up north, so he comes down at Christmas, but that's all, on our side. Yes. No, I don't…nobody else goes to visit them, it’s just me.
I:
And Y's family?
P:
They're lovely people, but they've never been very involved, in terms of visiting. I don't know if you're aware, but Y's father set (service) up. Are you aware of all of the history of it?
I:
Yes, not the whole history, but yes, I remember that that had been mentioned, that it was set up for him, yes.
P:
Yes, when he was about…I think he was the first resident when he was about 11, so he’s been there…so, over the years, he has occasionally, once or twice a year, gone to stay for the weekend. But it's never been their way. I mean, he's never been home for Christmas or anything, it's always been with me. I mean, they're lovely people. They live further away. It's about an hour's drive for me, but for them, it's further away. And it just hasn't been their pattern to do it. I don't want to be gender specific, but maybe it's because I'm a female. He's got brothers who are lovely, but it's a different relationship. And so, the visits and the support, really, is just on Z's side. I mean, I don't mean they're not supportive, they phone up and do things like that, but they haven't been…they didn’t go out on holidays, and out for the day, and Christmas, and Easter, and all that, his family hasn’t done that. It's just a different way, I suppose.
I:
And is social work involved? Is there social work involvement?

P:
Sorry?

I:
Is there social work involvement?

P:
Oh right, yes. Not a huge amount. We used to see the social worker once a year at the review, and it was usually a different one anyway. And for several years, nobody came. But I think generally speaking, I might be wrong, I don't know, but I think they were happy with Z's care. And I'm sure there are other people in [local authority] that needed much more attention. So, it would have been a long drive for a social worker to go for an hour, to see and hear that she was fine anyway, do you know what I mean? I'm not knocking the social services, but I don't think she was top priority, in terms of worry and care. They knew she was happy; they knew she was secure; I've always been around and been part of their lives. I mean, I'm sure there's some poor kids that needed…not learning disability necessarily, but child abuse, all sorts of things going on. The lady that they've got at the moment who I did meet, I think it was before Christmas, at the last review, I did meet her. So, I can't remember the last time we had a review before that, probably a couple of years. And yes, she seemed like a really nice woman. So, yes.

I:
And I guess they were a little bit involved once Z’s care needed to increase, just…I guess that also came with an increase in funding and…?
P:
Yes, I don't know anything about that really, that's (service). I'm sure they’ve lobbied for more funding. But I really don't know anything about that, and they don't…I don't ask about it. As long as Z’s happy and looked after, I don't care who pays for it. Yes.
I:
And can I ask, for Z, I don't know if you also know for Y, how their legal situation is? Is there power of attorney or guardianship in place?
P:
I don't know, to be honest. A guardianship. I mean, they're looked after by (service). I'm not quite sure what you're asking.
I:
Yes, if there just ever was a legal process of…some form of power of attorney would move to the local authority or?
P:
No, I'm not aware of any of that. I would assume that (service), because they are responsible for…I've never really quite understood my role. I know that legally, they kind of belong, if that's the right word, to (service). So, my involvement is not legal in the same way. But I mean, power of attorney, I don't know. I'm not aware that that would be necessary, would it, somebody that is looked after by (service)?

I:
Yes, I think it's very individual from case to case, what happens. Yes. And as you said, if they've been in (service) for a long time, it might just be a more informal agreement.
P:
Yes, I think so. I'm not particularly aware of that, and nobody has mentioned it to me, none of the managers, so I'm not sure. I mean, in terms of power of attorney, it's usually things to do with finances. Well, her finances are managed or controlled by (service), so it wouldn’t come to me anyway. There might be a power of attorney for (service), or at (service), but yes, no-one’s asked me to get involved in anything.
I:
And how is their life now, Y and Z’s?

P:
Well, as I say, I see them some days. It's more subdued. And I'm also aware that Y possibly, or not possibly, but definitely during COVID, when they couldn't leave the flat for so long, he mentally went downhill, as did loads of others, because they weren't going anywhere, couldn't do anything. It really affected their lives, and they didn't understand why. And I think Y got a bit depressed because he…I think one of the managers said to me, everybody was suffering from depression, all the residents. But of course, they were suddenly not coming home anymore, and he couldn't understand that at all. In fact, to this day, when I saw them on Sunday, he is not exactly accusing, but I said, oh, where’s (name of other resident), without thinking, and he said, well, she's gone home for Easter. And he does slightly resent that. It's not entirely Z, it's also COVID that’s spoiled all of that. They used to go to work, used to go out a lot, out with friends, social life. Well, none of that, that all came to a halt. 
It's hard to say what was caused by just dementia and what was caused by the environment of not being able to do anything for two years, literally not leave that flat for two years. And that's had a devastating effect. I notice now, and he is, what, 64, I think, this year, I notice now…all his life, the man in the wedding photo is the way he's been. He was always Jack the lad, bit of a social animal, liked the ladies, all this kind of thing, full of fun and life, but he's not that man anymore. And we’re all getting older, but COVID has knocked that out of him. And I also find now, when I’m with them, that he finds it much harder to process things. So, I don't know whether he's got incipient dementia as well, or whether it's just COVID. Who knows, who knows. It's hard to be exact, isn’t it. They do different things. They sit at the same table when I'm there, in the kitchen, and James does his jigsaws, and Z, technically, does colouring. And they chat to each other, not as much as they did, nothing like, but they're still quite happy with each other. Yes. They get by. But the last year has taken its toll on both of them, I would say.
I:
Yes. How did COVID impact Z?
P:
I think she was probably a little less aware, or probably quite a lot less aware. Because her memory wasn't there so much, she was never one for pushing to go out, or do things. Z was always happy as long as Y was there. Didn’t matter where you were, whether you were on holiday, or at the pantomime, or here, she always was happy as long as Y was there. She loves him beyond belief. I mean, he loves her too. She really was very dependent on him, as a person, which he seemed to enjoy. And was always very protective, as I say, of her, not that she needed protecting, but you know, just concerned to make sure she was okay. So, I think she probably…I think it probably had much less of an effect on her. As long as he's in the flat, he's around, and she's got her colouring books, she's kind of okay. So, she doesn't worry about coming home here. She knows who I am still, just, takes her a few minutes sometimes. But it's not the same thing at all anymore, obviously, because her dementia is getting worse and worse.
I:
Yes. So, how is her dementia progressing?
P:
It seems to have got more…I mean, as I say, she still chats about things. When I take photographs up, she does…and I mention aunts and uncles, because we had a very full family life, and everybody in the family loved her, I mean, aunts and relatives, everybody. So, she does remember from all the party days and all the family before, but it isn't…her memories are not as strong, obviously. It takes her a while to fathom who I'm talking about. Yes. I would say, over the last year, it's probably got…it's increased. It's increasing exponentially, every time, it's a bit worse. Do you know what I mean? It's not rapid, but it's a gradual, gradual, gradual, yes, slip. But as I say, she still knows me and we still chat about some things. And when I’m there, she and Y often have a little chat about something, but nothing like before, obviously.
I:
What do they usually chat about?
P:
Oh, lord knows, I switch off. Something and nothing, really, you can imagine. Now you mean?
I:
Yes.

P:
Just how each other are. Sometimes they'll have a mini row, you know, don't put that there, and this kind of thing. But it’s very limited, but it is for both of them. My conversations with Y now are hugely limited to what they were a few years ago. We could have a little chat; I mean not a massive in-depth, but we could have a bit of a chat about some things. And he always liked to tell me how West Ham did, and the football, but he doesn't have that…doesn't seem to have that capacity anymore, not that I care how West Ham are doing, but he liked to think…he loves football. So, we don't chat in the same way at all anymore, and hardly at all with Z. But they do have little conversations between each other, yes.
I:
And are there still moments of this love and care, I don't know, them maybe holding hands or?
P:
Yes. She responds to that; she doesn't initiate it. When I arrived on…I usually go on the Sunday, he always says, oh look, your sister's here. And he will hold her hand, isn't that nice, and all this kind of thing. So, he's very loving towards her, but then…but that’s it then. He will [take her out – I think she said something different] sometimes, but she won't initiate it, because I don't think she's got the capacity to. But she's aware of him being there, yes, she’s aware of him being there.
I:
Are there any conversations happening around future…? Do people anticipate any further changes in relation to Z's care or?
P:
Yes, they have talked about it, but I haven't heard. They wanted to move her miles away, miles away, the other side of London, and I think it would be wrong to split them up. And I don't think it would necessarily be good to take Y away from an environment he’d lived in for 25 years, or however long he’s lived there, more than that. I haven't heard any more about that, so I'm assuming that...there was some suggestion, because she can be troublesome at night, I gather, I gather, I've never been there, I'm not there at night, that they have come up with some medication to help to calm her a little. I did suggest, no, I didn't suggest it, but somebody had said to me to try Risperidone, which is often used. One of my clients is a retired psychiatrist, and he seemed to think that might…that it often calmed people who were getting anxious, and shouting, and all these kinds of things, happens with Alzheimer's, of course. I don't think Dr X has put her on Risperidone, but I think they've prescribed…she's prescribed something else that will help to calm Z down a little bit at night, because I think that was causing some disruption. But other than that…so, I think, I'm hoping, that that's worked. There's no need to send them both out into…miles away from anywhere if they can find another solution. 
I:
And was that because this is a service that is more dementia specific, more care for the elderly, or?
P:
I'm not sure, I think it was…it’s a (service) centre, so it would be…yes, so, it would be…but I think they deal with more…people with more severe Alzheimer's. But as I say, it's a long way away, and it would take them out of an environment…they've been in (name of town), really, for years. I personally didn't think it was appropriate at all. And as I say, another one of the options would have been to split them up, and I can't see that at all, I think that's a terrible idea. But yes, I think if they can solve the problem of disturbed nights with a gentle medication, then that obviates the need for any of these drastic things to happen. So, I'm not sure they'll go down that path, I think it's an extremely last resort and apart from anything else, I couldn't get there. I know it’s not about me, but it’s ridiculous when I can't get there, because I go every week. Yes. I don't think that she's at that stage, I wouldn’t have thought. She seems okay when she's…she can be a bit stubborn, but she always was. If you talk to her quietly and gently, she’s fine.

I:
And do you feel now…of course, COVID is still very much here, but things…maybe a lot of the restrictions now having lifted, disappeared, has Y’s life changed more recently? Is he doing more things again?
P:
Yes. Ironically, for the first time, he went to the craft centre, the week before I went, so last week, [inaudible 48:37] Sunday. He went last week and has picked up blooming COVID. So, the poor thing up to…you finally got him…persuaded him to go out. Because we couldn't get him to go anywhere, even when the restrictions were lifted a bit, we just couldn't get him to…he didn't want to go anywhere. He got quite low. So, they finally got him to go to this craft centre, which is work, to them, and unfortunately, he picked up COVID while he was there. We think that’s where he got it. So, he’s back being isolated again. 
I:
Oh, no.

P:
Yes, I know, it’s very…just terrible timing. But he just seems to have a bit of a cold, but it just means he can't go to the centre again, probably for a week or so. Yes. I'm hoping they will get out a bit more. I have brought him here on his own before now. Z is at the stage now where she's…we just say that he's gone out, or he's gone to work, and she seems happy with that. I can't bring her here now, for all sorts of reasons, not just physical. But a lot of my friends know Y, knew both of them, obviously, so occasionally, I'll bring him here, and we'll go out with them for the evening, or go to the pub, or a restaurant. So, I will…once he starts to respond again, he's been very unresponsive during COVID, I will bring him here on his own, and Z won’t…only for the day, only for the day. I think it would bother her if he wasn't there at night, I don't know. So, yes.
I:
And are there plans for Z as well to start doing things more outside? Or is her care and support and life now more centred around the flat where she's living now?
P:
I don't think she goes out a huge amount. There are events and things that happen within (flat service). When I was up on Sunday, there was some event going on, a barbecue or something. They're very proactive, they're very good at getting people to join in things. Z’s less inclined, but she was never very inclined to go, she's not a party animal. But she's less inclined to go now. But I think she has been to the craft centre. It depends on who's on duty when I go. Sometimes people know what she's been up to, and other times, it's just somebody that's just come on duty and doesn't know anything, a lot of agency staff, who are nice people, but they don't know anything about their lives. But I think she gets out a little bit, but she's actually happier in the flat. I think like a lot of Alzheimer's or dementia generally, she wants the security and the routine of being in the flat, just finding the toilet is hard enough challenge. So, I don't think she's taken out much. 
We do try her with the photos, and I often take the wedding photo album with me, and other albums of when we were children and on the beach, holidays and things with my mum and dad. She did used to get disturbed. I had to be a bit careful with the photographs, because she would get upset at missing mum and dad. But I noticed the last couple of times, she's been less…I wouldn’t say she’s less bothered, but less emotional. And in fact, she said to me, quite clearly and lucidly, the other day, when we were looking at some photos, my mum and dad are looking after me. She said it quite clearly and lucidly, but she wasn't emotional about it. So, I think she’s felt that’s kind of not such a sad memory for her anymore. And I'm sure her mum and dad are looking after her.
I:
Yes. And how are they responding to seeing pictures of their wedding, memories of them as a couple?
P:
Yes, they love it. Y loves it, in particular. Because it was a very happy day. Well, their lives, thank God, have been very happy generally. And he often…he will point them out. He doesn't recognise people, which surprises me a little bit. I’ll point and say, oh, look, who's that, and he often doesn't recognise his own brother, or my brother. And yet, he knows both of them, obviously. So, that's what I'm saying, I don't think he's processing things as well as he was. And when I remind him, he says, oh, yes. But he often can't see who people are. But he enjoys the day, and he enjoys looking at the day, and likes to bring Z into that, look, this is this, and this is us in the church. She's slightly less interested. But yes, I think they enjoy to see it.
I:
Are there any other things that you feel are helping or working well to help them stay connected or maintain their relationship?
P:
Are there any other things. Nothing really springs to mind. They don't do anything outside together anymore, they don't go anywhere together, that I'm aware of, unless they both go to the craft centre together. No, I think they just…their lives are very contained in that flat. And they're together all day. I mean, they'll come in, they'll get up varying times, but they'll sit at that table all the time, Z doing one thing, or Y might wander around a bit. They seem to be together all the time, and they seem to be okay with that. There's not always a huge interaction, but there is interaction. Yes. And I…when I say to him, when I leave, and I'm just about to go, and I always say to him, you're going to look after my sister. And he's laughing and he always says, yes, I am, I'm a good husband. So, yes. They interact less, but there is still love and affection there, yes.
I:
And you feel it is important, moving to the future, to continue to support them being together?
P:
I personally think it’s vital. I don't know, other people may have a different view, and I know I only see them one hour a week now, or a couple of hours a week. I suppose, on a selfish level...I mean, I love them both equally now, because they've been together for so long. But on a selfish level, I think it would distress Z, certainly at the moment, if he wasn't around. I know she is less aware, I accept that, but I think to stick her with a bunch of strangers would be cruel. And she's happy in that setting, as far as she's…we can…she's now lived there for a couple of years, Y is there, she knows the staff. I mean, to me, it's a no-brainer. I think to move her to some strange place miles from anywhere would be barbaric, personally. Y, I don't…if Y were in a different place, I would obviously have to think of him separately, but I don't actually…I actually think he may be having problems himself, and I don't…he seems happy enough in the flat, maybe I'm wrong, maybe somebody could tell you something different, but he seems happy enough where he is. 
And I just think if they can get Z's mood on an even keel, that the issues just wouldn’t arise. So, the short answer is yes, I see them staying together, and I think it would distress them if they weren't together.
I:
Yes. Thank you so much. I think those were all my questions. 
P:
Okay. Yes. I think I’ve answered all the questions correctly.

I:
Yes. I don't know if there's anything that you still want to say that I haven't asked, or haven’t mentioned.?

P:
I don’t think so. If I do think of anything, I'll email you, and by the same token, if you want clarification, or you're not quite sure what I meant, or you want me to expand on something, if I can. I think I've just really spoken from my heart and told you how I think things are. I may suddenly think, oh, I forgot to tell her so and so, but that's why God invented emails. Or we can chat again, if you need clarification, I don't mind.
I:
Yes, that's really helpful. Actually, I think you mentioned…so, Y, is he…he’s turning 64 this year, so he's 63. 
P:
He's 60…let’s see. I can only do it by Z, Z’s age. Z’s 62. No, you're probably better at maths than me. She was born in ’59, so she is…so, she'll be 63 this year, and Y is two years older, so he'll be 65 this year. So, it’s not going to get any better for anybody.
I:
And the diagnosis at the time, it was an Alzheimer diagnosis?

P:
As far as I understand it, that was the word that was used. I mean, there are so many, there’s about 150 different dementias, aren’t there. The first word I heard, at that review that shocked me, when I had no idea, was Alzheimer's. So, as far as I've been told, it's Alzheimer's that she has. I don't know. And it’s been relatively slow progression, which is more in keeping with Alzheimer's than say, vascular dementia, which is a much faster…going down. So yes, as far as I'm aware, it's Alzheimer's, nobody's told me to the contrary.
I:
Okay, yes. No, that's really helpful. Thank you. Yes, thank you so much.
P:
Sorry. One question, just before you go, I was going to ask, given the criteria, which is Down Syndrome marriage, with one with dementia, how many…you can't have that many people, that can't apply to that many people. How many…?
I:
So, for the study, it's not down syndrome specific. So, we're also involving couples with a learning disability other than Down Syndrome. And also, again, marriage isn't something that needs to be there. So, some of the people that were involved are just in long term relationships, but they never got married. But yes, it’s a very specific study. 
P:
But even so, there aren’t that many, are there.

I:
Yes. So, just now, we’ve got the stories of seven couples.

P:
Yes, I was going to say, I was talking to a friend yesterday, and I said, I'd be surprised if they had more than 12 in the whole of the UK.

I:
Yes. Yes, so we got the stories of seven couples so far, and we were able to speak to five people with learning disabilities, four of them were the partner without dementia who also talked to us, and one person with learning disability and dementia also spoke to us. But otherwise, we spoke to family members or staff, mainly.
P:
Yes. And is our story any different from anybody else's? Or is it probably similar for everybody, I would imagine?
I:
Yes. I mean, some things are, of course, very different, just how life is. So, we have some couples where the age gap is really big, and we also had some couples where actually, there's dementia, but then there's also additional health problems, which just provides different complexity. But something I think that is very similar, and really has been really inspiring to hear, is the beginning of people's relationships, just how supportive people were, and how people have wonderful weddings. So, I think that has been really nice. 
P:
Yes. I think attitudes have changed enormously since Z was born, 60 odd years ago. But even then, although some neighbours and people in the street would be a bit peculiar, generally speaking, everybody has been lovely. And certainly, all of our extended family talk to Z like, well, like a precious gift. So, she's had a very happy and very loving, thank God, childhood and life. So, although it's gone a bit pear-shaped now, she's actually had a lovely life, which is nice, I think. Yes. Good. Okay. Well, I’m sure you've got loads of work to do now.

I:
Just a bit. 

P:
Let me know if there's anything you're not sure about, and if I think of anything, I won’t phone you, as I say, but I’ll drop you an email.
I:
Perfect, thank you so much. 
P:
Okay. Let me know how it all goes, won’t you?

I:
Yes, I will definitely send some of these once we are closer to our findings. 
P:
Yes, you’re further into the work. Okay, thanks a lot, Paula.

I:
Okay, have a nice day.

P:
Enjoy the sunshine.

I:
Thank you.

P:
Bye.
I:
Bye.
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