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I:	To start with, if you can just tell me a bit about (names of the couple: y and z).

P:	Yeah, sure, well, I’ve kind of known Y and Z for many, many years, from long before Z developed dementia, before they were married, so she was always a kind of known person, she was very, very independent. She had worked in the tearoom here in (name of service), but that wasn’t enough for her. She wanted more and she wanted to get away from the surroundings, so she got herself a job in the (name of inn), which is an inn over in (name of town close by), so she worked as a…I think she was like a waitress or helping in the kitchens over there, so she held down a really good piece of work. 

So then she had met Y and romance happened, and the two of them got married and set up home, so I saw them now and again just occasionally, even in the town, because they were well-known figures in the town. And then we’d heard that Z had developed dementia, and they were living…they were still living in a flat at that point. And I think Y was just wonderful with her. I mean, you would see them out walking, and he was always very, very caring with her. And then things were becoming more difficult for her, her health was really starting to fail and she was admitted to hospital. But at that point we had a vacancy in X House, so the vacancy was offered to Z or Z’s family, if they wanted to take it up. 

I have to say, the day that she arrived in (service), I thought that we would only have her for a few days, because she was so poorly. She had lost a tremendous amount of weight, and we all said she was like a little bird in her bed, she just seemed to be just…it was all covers, there was hardly anything of z. But as the days went on and the weeks went on, she gained strength, and Ian was encouraged to come as a constant visitor. We did explain to him that he couldn’t stay with her at night, but he could be with her as much as he wanted, and he could have his meals with us et cetera. 

So that was really how she was settled into (service). I think though, Y was finding it difficult to understand what dementia was, and he didn’t kind of see what the end picture was going to be, and it was kind of a cruelty to tell him, in a way, that he was going to lose her. But I used to do training in dementia in here, it was called living with dementia. And it was…I mean, I’m not medically trained or anything, but I’ve lived with dementia myself with my mum, and I’ve kind of worked with a lot of people in (service). So we decided to invite both Y and Z’s sister along to the training, so we had a special training day in here where I had to kind of make it suit Y as well as Z’s sister. 

So it wasn’t just about people who are the paid carers in the service. So he took part in that, and he was really, really good, and I think it helped him to understand that dementia wasn’t just about memory loss, it was going to be a loss of all her faculties. You know, that things eventually would stop working, both her mobility, her swallowing, and it would just…her life would peter off basically like that. So he had a better understanding then, but from there on in, he was just her constant visitor. He made himself very much at home. Have you met…you’ll have met Y.

I:	Yeah, I’ve met Y.

P:	And he chats ten to the dozen, you know what he’s like, he just…non-stop talking, but the worry I had at that point was that he was getting nothing back from Z. She just couldn’t even…she didn’t even focus on his face, she would just be there and he would just do the talking. And then I’d gone to a study day, I think it was actually the Care Inspectorate had a special study day at one point, and that was when I was introduced to playlist for life, and I was so…I was bowled away with the idea. I can’t remember anything else that was at that study day, to be honest now, it was just the playlist for life, because what caught me about it was that it was something anybody could do. 

You didn’t need to have any specialist training, you just did what felt right. So I came back absolutely buzzing about this, contacted…well, I spoke to all the staff, they were all on board. Contacted Z’s sister and asked her to give me some favourite songs, you know, of Z’s, could she give me some, and then…so I had a good list from her, and then I sat down with Y and he said, oh yeah, I can tell you a number of songs. So he had…you know, songs that were played at their wedding, songs that they liked to sing together, songs that they danced to, all this kind of stuff, and so he gave me the list. 

So I then took the list home with me and got my husband to download all the songs onto an MP3 player, because this was all very new to us, of how to do this, you know. So instead of just getting the one set of headphones, we got a splitter, we call it, where you’ve got…two people can listen to the one MP3 player. Did that, and brought it in, and then so the next day, that day, Y come in, and Z was in the lounge in her Kirton chair. And he was sitting next to her, and he was blether, blether, blether, and Z was just away in her own world, she wasn’t focusing on him, she wasn’t paying him any attention, she wasn’t speaking, there was nothing from her. 

So I said to them, go on, let’s try the…listen to this, the music. So I set up the headphones for Z and then gave Y his, and I switched it on, and it was one of those moments that kind of will stay with me for life. Because as soon as I put the music on, they were like in a bubble, and she totally…she was gazing at him, and the two of them were smiling at each other, and they were singing along to the songs. And I felt almost like an intruder, you know, being there, because it was such a kind of a private moment for the two of them. 

So from there on in, that was basically how we got Z and Y together, it was through their music, and oh gosh, it certainly worked. If I ever needed to be, you know, convinced that playlist for life worked, that was the moment, when I saw how it did, how they both reacted to it. And I think he was so happy that his wife was suddenly smiling at him again and talking to him or, you know, singing along with him. So he connected, and that was really…that’s really the kind of…that was the main part of Z and Ian.

I:	And in those visits, because it sounded like that maybe in the beginning before the playlist for life, it was kind of more that he maybe tried to interact more verbally, and that was something she just couldn’t hold onto or grasp anymore.

R:	No, you’re absolutely right.

I:	Was there ever kind of more like a physical interaction, kind of…

R:	Oh, he always held her hand, he always showed her love, he would say, you know, oh, you’re looking pretty today, or oh, I like your…whatever you’ve got on, or he would move her hair slightly, he’d fix her hair, everything was so loving with him, and she just accepted it all beautifully. But as I say, at that stage in Z’s life, her dementia was really, really devastating for her, you know.

I:	Yeah, and I guess your main involvement was kind of…once it was already towards kind of more the advanced stages of dementia, do you know anything about how it was kind of for them, when people were suspecting dementia and kind of in the early phases?

R:	No, because they didn’t live with us then, they were in their flat, they were in their own home, and they would have…I don’t know whether…what carers they had going in or, you know, who was working with them then. We just…we stepped in at the very last time, the last moment. I don’t…I couldn’t honestly tell you how many years now she lived in (name of service), but it was certainly a lot longer than we’d expected when we first saw her coming in the door that day.

I:	Yeah, I think her sister said something similar, it was actually quite a number of years in the end, yeah.

R:	Yes, yes, and she…some days she was bright, other days she just wanted to sleep, but you kind of just went with the flow with her, you know, so…and everybody accepted that, including Y. I mean, Y was just such a lovely husband to her.

I:	And he had moved kind of around the same time, yeah.

R:	Yeah, they had just got their little house, you know, a kind of sheltered…it was a sheltered house with a garden, but that was just as Z took a turn for the worse and had to go to hospital, so she never got into her home, into a nice wee house and garden. And I think that really upset him, because he used to talk about, oh she never got her garden, you know, never got to grow her flowers and things, so it was a big disappointment for him. But I don’t suppose Z would even be aware of that at that point.

I:	And do you remember, was he involved in any way kind of around the decision-making or the plans when it was clear that she would leave hospital, but then it was decided that she move to Crail?

R:	Yes, he was perfectly happy that that happened, because he knew that it was an open door for him, you know, we don’t have…I say don’t, I don’t work there anymore, we never had anything like visiting hours. It was always a case of, come when you want to come in, and if you want to have your meals here, then you have your meals here, you can sit and eat with Z, or you can sit and chat to the other residents, which he often did. 

He would sometimes just come along and sit back and watch the telly with the other residents, and I dare say that was a kind of a wee break for him as well, because it must have been pretty intense. So he had the kind of best of both worlds with us in (name of service).

I:	Yeah, yeah. And dementia training, was that…that was when Z had already moved to…

R:	To (name of service).

I:	To (name of service), because I think, from my understanding that there had been some conversations with him around dementia kind of from the earlier stages of the diagnosis, what do you feel his understanding was kind of before he came to the training?

R:	I don’t think he had a great understanding. I think he thought, like a lot of people think, that dementia is just the fact that you would lose your memory, and so I had to kind of put it into very, very simple speak, basically, that the brain wasn’t sending the messages out to different parts of the body. So he then came to the understanding, oh, that’s why she can’t walk anymore, or that’s why she’s leaning away over to the side or…so I think it did help him. 

I felt really sorry for him though that day at the training, because it was almost telling him the truth of where this was going, that he was going to lose the love of his life, you know. But I think it was something that we had to do, because we had to help him to come along with Z, to be there to support her. 

I:	At the training, did he have…do you remember, did he have any specific questions or things that he kind of asked or wondered about?

R:	I don’t remember him asking any questions, but I certainly spoke to him afterwards, and he said he had…you know, he got it and he understood what was happening and I mean, Z’s sister was so good with Y though as well. She was sitting with him, so he could have possibly been asking her questions that I don’t know about, but she was really, really good, she was a great support to both of them.

I:	So did you get the feeling that because by then, she’d had some hospital admissions and you know, kind of her physical health was also really deteriorating, do you feel that he didn’t connect that necessarily to dementia or he just took things as they were, without really…

R:	I don’t think he did think it was anything to do with the dementia. I think he thought that she would get over what was wrong with her and she’d be back to the person that she was, and as it was, she did certainly perk up again with the care that she got. She suddenly became this…you know, she was quite bright again, when we used to do things like…well, because her swallowing was so bad, we introduced…I don’t know if you’ve ever seen Yollies.

I:	Oh yeah.

R:	Have you heard of Yollies? So it was a hot summer and the rest of the residents that were able to have ice lollies were having then, and she would have an iced Yolly. And so her and Y would sit eating Yollies, but we knew that that was safe for her because it was yoghurt, so it wasn’t going to turn into a liquid and choke her, you know, so there was all these kind of little things that we introduced to help her. Yeah, we had…she had longer with us than we had expected, and I think than Y expected too, because I think he thought he was losing her when she first arrived in (name of service).

I:	And during those years when she lived in (service), was there ever a point where he asked if she would be able to move back in with him, were there any…

R:	I think there was a couple of times where he kind of broached the subject, would she be well enough, and we kind of explained all the care that she needed at that point, that it would kind of be impossible for him, it would be too much to ask him to do all that. And he just basically accepted it, because he knew that when he came into (service) there would be times where maybe a couple of staff members would have to go in and change her, and they would say, Y, can you just give us a minute. 

Do you want to go and get a coffee while we do the…you know, the business here, and he just was quite happy to do that. He could…he got the…sitting with her, holding her hand, singing her songs, doing all his blethers, telling her all what he’d been up to, you know? And depending on how she was on the day, see how she reacted to him. 

I:	Did he ever want to get involved in any kind of the care activities, kind of doing any of the kind of caring tasks for her?

R:	Not really, no.

I:	Do you know if at the time when they still lived together if he was kind of doing any of that, taking over any…

R:	I think he probably would have had to have been doing something for her, but I don’t know to what extent or how successful that would have been, because we weren’t involved with them, that was the problem. I mean, I remember meeting them one day in Boots and Z was in a wheelchair, and there was a carer there and they were in buying incontinence pads, and he made some comment, oh, Z needs these now, or something, you know. In a way he was kind of embarrassed, but I suppose he understood that that was the way things were.

I:	Yeah, yeah.

R:	But I don’t know to what extent he actually did any kind of care or whether there would have to be somebody going in to do it for Z.

I:	And how was Z at the time when she was in (name of service), how did she relate to others that were kind of more…

R:	Some days she was quite smiley, there was very, very little, by the way, of verbal communication at all from her, but she would…if there was somebody say doing something silly or dancing or, you know, she would sit and laugh, or she would wave. You’d often get a wave from her, a nice big smile, so there was lots of happy days. But the Z that we knew from years had gone, she wasn’t able to sit and tell us all the stuff that she used to tell us. 

When I think of the lady that worked in the tearoom or worked in the Wheatsheaf that was always busy and buzzing about doing things, and you suddenly saw her as this shadow of her former self, and that’s what she became, really. But that wee spark, that wee smile was still there.

I:	Yeah. Was she in a wheelchair at that time, did she need a wheelchair at all?

R:	Yeah, she had a wheelchair when she came into it and a…she had a Kirton chair so that she was well supported if she could sit up, because there was no way she could sit in an ordinary chair by this point, she couldn’t…there was no mobility. And she needed full support for feeding, drinking, her swallowing difficulties were getting…we had her speech and language therapist to give us all the information and all the guidance on sickness, you know, of what she needed at the time, so…

I:	Yeah, and you said that kind of working in (service) over the years, you had other people, kind of their dementia was something that was happening towards the end, and you were involved in the dementia training. Was that mainly directed at staff or was there also conversations with maybe peers or kind of…

R:	The training was directed at staff, but we often had conversations with…we went through a period in (service) where we had quite a few fairly able people. How can I put it…they had a learning disability, but their mobility was affected. So we had a couple of guys in particular who would get really angry at the people who had dementia, you know, if somebody would say, who’s on night shift tonight, who’s on night shift tonight, who’s on night shift tonight, and these guys would say, you know who’s on night shift tonight because you’ve been told, you know. 

And so there was wee conversations we had to have with these guys just to say to them, look, this is something that she can’t remember that she’s already asked that, so you just really need to try and be patient, and so we kind of got it over to them. But at the point that Z came in, we had a fairly kind of…we had a lot of people with similar sickness or situation. Because what we found in (service) was, you would go through a spell where you would have fairly able people, they would come in in their early stages of their dementia, and then they would go, you know, downhill. 

And then that was when it was really hard for the staff, because they would have a lot of care to give, you wouldn’t have the guys that could help themselves to do things, so you had your four staff running about trying to help 12 people get up in the morning. So at the time when Z come in, I think at that point we had quite a heavy load, so there was…you know, the other residents just completely accepted Z. There wasn’t any like, why is she needing that, why’s she doing that, why does she not answer me back when I speak to her? She was kind of accepted as just a…one of our residents.

I:	And I guess Y also saw, you know, other people similar.

R:	Other people, yes, so I dare say even that alone would have helped him, you know, to see that she wasn’t anything…she wasn’t different, she wasn’t anybody different. She had…as you say, similar to other people.

I:	And how was it in the end, when Z then died, what happened, how was that for Y? Do you remember?

R:	He was just really heartbroken, you know, and we had to…we just had to give him time to understand where, you know, what had happened, that she had passed away, but he knew that…he knew when things were getting to the end stage, he knew, you know, it was kind of expected. So it wasn’t…it didn’t come as a shock to him, he knew where we were at and that Z was, you know, not going to be with us much longer.

I:	So were there some conversations in the days or weeks before with him that she might be close to dying?

R:	Yes, we had to do that, we had to explain to him that one day she would just slip away, and so that was really how it was, yeah. But the funeral, we had the funeral and then we had a special tea and Z’s sister did a lovely kind of presentation at the funeral tea with all the photographs and things. Y was…I don’t know, I find with a person with a learning disability, it’s hard to know how much they’re taking in, because sometimes Y could have a big smile on his face, but I think inside his heart was breaking, you know, that he just…but he coped extremely well. 

And I still see him about the town, and he blethers away and he’ll tell me he’s been up to visit Z’s grave, and he’ll open his jacket and show me his t-shirt that’s got the photographs on it.

I:	Yeah, he was wearing it when we met, yeah.

R:	Yeah, so he hasn’t forgotten her, and that’s so important. He hasn’t just moved on and thought, that was my life then, he’s carried her, he’s carrying her continually through his life. I mean, the funeral directors, it’s (name of funeral directors), funeral directors, they’re just such a lovely group of people, and Y still goes in there and visits them and gets a cup of coffee. I was talking to the guy not that long ago, and he said, oh, I still see Y, he comes in and has a chat. 

So he’s not letting go of things, but I think it’s in a nice way, he’s keeping her memory alive, and he talks about, you know, what anniversary it would have been, he’ll take flowers on the anniversary or either her death or when they got married, you know.

I:	Yeah, and her sister said it was quite a big funeral and really many people coming.

R:	Oh, I mean, she was so well liked, and she was so…not just in (name of community service), because quite often you get a funeral and it’s…you can name everybody that’s there, because they’re all members of staff for residents. But at Z’s funeral, there was all kinds of people, because there was people that she’d known from the (name of inn she worked at), there was people she’d met in (town), there was people that she used to live beside, you know, she had a huge network out there. And they all wanted to come and pay their respects, so yeah, I think it was lovely. I think it was good for both her sister and Ian to see that, to know how much she was loved.

I:	Yeah. Were you at their wedding?

R:	No, no, I vaguely remember it, I remember the couple getting married, but no, in those days I would be a house parent in here or something, yeah.

I:	Because that also sounded like it was actually quite a big kind of celebration.

R:	Yeah, oh, I think it was, yeah. I think her sister just, you know, made sure that everything was right for her. She certainly did her proud throughout her life, she had a really good support there.

I:	And her sister visited, I guess, kind of as well in (name of service).

R:	Oh yes, yes, she used to come in with her wee dog, go in and sit in Z’s room, you know, sit and chat away to her and tell her all the latest news and gossip, you know. So I think that’s the thing though, it’s good when people can sit and talk to somebody and not just expect something back, but they can still do it and that’s what everybody had to learn to do.

I:	And you said…and the music seemed to particularly help Z to kind of…as a way of connecting.

R:	The music was just…yeah. I mean, I have a…well, at that time I had a sister in law who was diagnosed with dementia, and this is my husband’s brother and his wife, and they live away up in (name of town). And I used to phone (name brother) and say to him, anything that I knew about dementia care, I would phone him and say, have you tried this, have you tried that, do this, do that. And this particular day, after the playlist for life thing, I phoned him and I said, (name), I’ve got another idea for you. And you could almost hear him going, there she goes again, you know, and I said, you’ve just got to try this. 

So I explained the background to it all, what music meant to people throughout their life, blah, blah, blah. Aye, alright, okay, I’ll try it, I’ll try it. And it must have been weeks and weeks later he phoned me one night and he said, have you got a minute? And I said, (name), I’m just putting my dinner out, can I phone you back? No, no, this’ll only take a minute. I said, aye sure, what is it? He says, can you hear something? I listened. I says, I can hear music. He says, (name of wife) is dancing. His wife had got up and started dancing to the music, so I think it’s a really powerful tool. 

I still tell people about it, if I hear of anybody that’s developed dementia, I try to get them to do something with it. Because Z suddenly started…there was movement going with her, the hand would be going, she would do something, she would move, she would smile, she would sing. All that didn’t happen until those earphones were in. 

I:	Yeah. And kind of from your experience of having [inaudible 28:26] with dementia maybe and people without learning disabilities and maybe couples, where do you see maybe similarities or differences in kind of Y and Z’s situation compared to…

R:	I think for Y, I think he just needed a lot more support and understanding of what dementia was about, because when I think of my brother in law, he read up on it all the time. He was always looking at ideas or wanting ideas and looking at things, whereas Y needed to be kind of led a wee bit, just because he just, as I said, he just saw it as something, oh has she forgotten how to do something? But it was just helping him to understand that it wasn’t just the memory that was affected. It could be every other part of her body that was going to be affected, and that that would eventually come along, maybe not in the same order as somebody else, but it would be there at some point.

I:	Yeah, and this is something…just because, having talked to other people, it’s something I have started to wonder. So I just felt maybe I can just say and see how you feel, if that’s something you can relate to or you feel that, yeah, that maybe it was different with Y and Z. That kind of from talking to couples or maybe other people they support, I also started to wonder if some part of kind of the support that maybe the partner needs is also about having these conversations more often. 

That maybe you can have a conversation, give all information, but if you don’t repeat it in maybe a few weeks, the person just, you know, hasn’t contained it that well, maybe that’s sometimes the…

R:	I think you’re absolutely right. I think possibly at times Y was kind of using rose-coloured specs, you know. He would say, aye, that’s fine, she’s really good today, isn’t she, and he would focus on the good that was happening. And so you had to kind of just bring into conversation how things had been and how things were likely to go, and yeah, I think it’s a…I think for somebody with a learning disability, it needs to be a kind of a constant, just wee reminders just slipped into the conversation, yeah.

I:	Yeah. And I guess you were supporting kind of Z at the time. What support did Ian have, kind of not in (service), but kind of in his own [inaudible 30:59]?

R:	He had a carer that was going in from, I think it was…was it (name of community service)? I’m not sure if it was (name community service) or it was another provider, but they would just see him for maybe half an hour a couple of times a day. And it would just be…you know, or they would be there if he was at home, because nine times out of ten, he wasn’t at home anymore, he was here. So it was…we were kind of unofficial carers of Y at that point, but his carer would, you know, he could always get in touch with somebody if he needed anybody. But he was a very, very able guy, or he is a very, very able guy, I should say. 

I mean, I used to bump into him in Tesco when I was doing my shopping, he would be…you know, he could be there or he’s out and about doing things, so yeah. But I think, aye, we did become unofficial support staff, and his restaurant. 

I:	Yeah, yeah. And do you feel that he also kind of, you know, next to maybe more practical support, was also maybe looking for some emotional support, was that something that he…

R:	I don’t know if he was looking for it, but we certainly provided it, you know, especially if she was having a particularly poor day, you know, you would give him a hug and just tell him how well he was doing, because he needed to know he was doing a good job as a husband. You know, I worked in a hospital years ago before I came here, and it was with people who had dementia, so…and the number of people whose husbands didn’t visit them, and they used to make the excuse of, you know, oh she wouldn’t know me anyway. 

Because if you spoke to somebody and said, oh, it’s you Mr so and so, I haven’t seen you for a wee while. Oh, she doesn’t know I’m here anyway, so there was that. But Y never felt like that. He just always thought or knew that she would know him and would be aware of him being there, so I can’t speak highly enough about the guy. If we all had husbands like that, it would be great, yeah.

I:	Yes. I think that’s kind of all the questions. Maybe the only other one, were there any kind of professionals outside of (name service) involved at that stage? I don’t know whether…yeah.

R:	Yes, yeah, we would have…when we worked with the community learning disability team, so had the speech and language therapist, we had the physio. Because the physio used to come out and do exercises for her, just to keep her legs…because they were starting to kind of contract, so it was to help her stretch the legs a wee bit. And Y just used to always be there when they were working with her, so they too became known to Y. So we’d have x and x the physios, they would come in and they would be talking away to Y while they were doing what they were doing with Z, and it was just a big…it was like a big team at that point, because everyone was together. 

I:	And I guess then was there also kind of some kind of palliative care in (name of service) or were staff trained?

R:	We were all trained in palliative care, we did Namaste care, we started with that as well, because that was something that we felt that for people who were at that stage in their dementia, they could be forgotten about. And again, that was the big push on that. I was part of a group at (local area) hospice, and that was when I was introduced to Namaste care, so I sent two of my staff on the training, for them to learn how to do Namaste care. And we set up the lounge so that it was going to be a couple of days, or a few hours, sorry, a few hours each day would be Namaste care. 

So they then passed on their knowledge to all the other staff and learned how to do what…you know, how to do it, just like the music or the touch, all the hugs or the…just sitting close to somebody or letting them know that you’re there. So Z became part of that as well, she got that kind of care as well. So yeah. I mean, everything…that was the whole background to (service). Before (service) was built, I mean, when I…say when I worked in here, for example, and there was a lady who developed dementia, and she had to be sent away, because we didn’t have either the expertise, the knowledge, the staffing to be able to cope. 

And so…and then I was working further down here, it was a place called x House, and that was when we started looking at, what are we going to do, because we can’t have all these…because other residents were developing dementia and then having to go into nursing homes. And they were lasting months sometimes, because people didn’t know them, didn’t understand what made them tick, and they just died. 

So we looked at how could we do something, so we decided to make (name of service), so (name service) was then a 12 bedded…no, it started off as an eight bedded unit attached to the big x House, and then we eventually knocked down x because it was far, far too big. We had 20 odd people living in it, it was bedlam at times, and developed (service), and so we put everything into…that was going to be the place for people who needed end of life care, so end of, palliative and end of life care were included in (service). 

And everybody that worked there, they had to come on board. There was a few people, when we were setting it up, that didn’t want to do that kind of care, which was fine. They wanted to be more with the younger guys and teach them new skills, but there was other people who wanted to be there with somebody when they got to that stage in their life. So we had a kind of hand-picked team, and everybody came along with that. That was how…

I:	And did all the staff have kind of mainly a social care background and additional training or was there some kind of nursing background?

R:	There was very, very few had anything to do with nursing, it was nearly all social care, yeah. And it was amazing how much love and care they gave, and there was always that extra, you know…I mean, gosh, you know, I was saying to you about things have changed over the past…well, they’ve changed in my 30 years. When I first started in this kind of job, you couldn’t mention the word love, you couldn’t say that you were showing your residents any love, because that was like, oh, that’s not what you do. You couldn’t hug. 

I got such a telling off at one point, because I had a lady sitting on my knee, and she was a lady who had dementia, and we were just waiting for her to move to her own…to a nursing home, actually. I’d found that the only thing to calm her down when she was upset was to take her on my knee and hug her, and I was an assistant manager at that point, and my manager walked in and he was raging at me, and he said, don’t ever let the social worker see you doing that. And I said, well, why? 

And he says, you can’t do that. So I put it into her care plan, and I wrote it in the care plan that when she was upset or angry, this was something that could help to calm her down, because she just had become like a wee girl, she just needed that, and she was tiny, you know. 

So yeah, things have changed, but the staffing that went into (service) understood where we were at, and it wasn’t just cold, clinical work, it was about showing somebody that you actually cared for them. And I think that’s where the Namaste care was good, that even just sitting leaning slightly on somebody’s legs, sitting on the floor leaning against them and telling them a story could calm somebody down far, far more than sitting at the other side of the room and talking to them. There had to be that physical touch to be able to do…had to be able to help them.

I:	How do you feel kind of in relation to training staff to have more these kind of skills that are maybe more, you know, it’s more about emotions, kind of your interpersonal relationships, was it something you somehow incorporated into training or how…did you create like a culture that that was more…

R:	Oh gosh, I don’t know, it was just a growing culture that we set up. Everybody knew what my expectations were, and I think it was a case of, you know, this is how you do it. People…I made sure that everybody got what training they needed from…I mean, (local area) hospice were great, they would do a lot of training for us. Speech and language therapists would come in and talk, so there was lots of basic care needs met. But there was also the wee things about just showing somebody how much you cared for them, and what a difference…and I think the staff then realised, gosh, it does make a difference. 

You just put your arm round somebody and it calms them down, whereas if you stand there and say, don’t shout at me, that just makes me shout louder. But if you went, come on, let’s go and have a cup of tea and sit down…because then in the early days, god, I used to all kinds of training, because then it wasn’t quite as formal as it is now, but there was like communication training. There was behavioural challenges, there was the dementia, you know, so there was all these things, and you could kind of weave them all together. So you could…so that people had…knew what was expected, and I think that’s the kind of culture that’s now in (service). 

I mean, when I first started in (community service), it was a different kind of culture. There was most definitely the staff and the residents, and I remember coming in here and there was two of the residents were shouting and bawling at each other upstairs, and they were in the kitchen, and I said, what’s wrong, what are you shouting about? 

And this one said, I want some orange juice and she won’t let me, and this was another resident, and the other resident said, no, that’s your orange juice, and she pointed to this big cheapy bottle of diluting juice. And she said, no, but I want that, and it was the nice fresh orange juice and it was in the fridge, and this woman said, no, that’s for the staff, the staff only have that, and I said, no…  Now, I was only a house parent then, but you could right away see, wait a minute, this isn’t right. You know, we’re being paid to look after these guys, they’re basically paying our wages, and yet we’re taking the good orange juice and they’re getting the rubbish, so there was that. But over the years, things had fairly changed, yeah.

I:	Yeah, because it was interesting when you said it was about kind of love, that was something that was never mentioned, but actually now it’s something that is more…  Because also I’ve heard when I talked to Y and Z’s sister that it felt like that, you know, maybe throughout the relationship, but definitely [inaudible 43:28] and it was almost like a whole community that was coming round them, that there was so much love on a kind of community scale.

R:	Yeah. Oh, I mean, it’s…so you can see why it was difficult for me to retire, yeah, it’s been quite a journey.

I:	And from your experience, so maybe not kind of Z and Y specific, but from experience of maybe having worked with other residents that developed dementia, maybe there it was still in the early stages, what did you feel about kind of needing to support them with an understanding of dementia, kind of if that was something that…

R:	The person themself?

I:	Yeah, the person themselves.

R:	I don’t think there was…I don’t know if we ever really tackled that properly, I don’t know whether we did or whether we just showed them that we understood why they were doing what they were doing. I mean, we had a man who had been in (community service) for many, many, many years, very able guy called x, and he moved down into (town), to a small house in (town) which had about eight residents in it. It was meant originally as a kind of stepping stone before you moved into independent living, but he lived in there, and then he developed dementia, and he was becoming very, very difficult in the house. 

And the staff and the other residents just couldn’t cope with him because he was very, very angry all the time, he was just sort of showing it as such challenging behaviour, so he came up to live in (service). So he moved into (service), I had known him from when I started in (community), so he remembered me, so he was kind of…he was good pals with me. And I didn’t have…I had very little difficulty with x, he was just…but he then started…he was disappearing out the house in the afternoon, and if I’d left…if my shift had finished and I’d get a phone call at home, x’s just assaulted another staff member because they tried to bring him in. 

And then it just sud…you know how you get a wee lightbulb moment, it dawned on me that when he lived in (town), he was still coming here to work in the pottery, and the pottery finished at three o’clock in the afternoon, so at three o’clock in the afternoon, he left the pottery and went for his bus to go to (town). We have clocks in (service) House, and he could tell the time, he was saying, home time, right, I’m away, and he’d get up and start to walk out, and the staff would be, where are you going, can’t go, ‘bye. And I remember saying to a member of staff that day, I said, how would you feel if tonight at 7:15, you were trying to go home and somebody said, you’re not going home. 

And she went, right, I never thought about it like that, and I said, well, that’s how he’s feeling. So what we’ll need to do is get before the three o’clock, get him doing something so he’s completely diverted, away from that clock or, you know, we talk about, we do things, so that’s what we had to start doing. But yeah, it was quite…it was just one of those, oh gee, why did we not see that, you know?

I:	And do you think it is…it’s important or something that can help to have conversations with the person with dementia themselves in the beginning or…

R:	I don’t know, I don’t know if that would help. I think it would be awfully scary. I think maybe just being there for them is the best thing to do. I just…I think for a person with a learning disability as well, it’s a double whammy, isn’t it? You know, if you were to try and explain to somebody with a learning disability, say for example, the lady that x and x were talking about, x, who had cancer, if you’d tried to explain to her what cancer was, it would have scared the wits out of her. 

And she went along to all her appointments and got all her treatment, but I don’t know if she was ever totally aware of what cancer was. I worked with a man years ago who had testicular cancer, and I used to take him to the hospital, and he would be getting all excited and he’d be like, I’m in…he had a thing about rooms and equipment. Oh, I’ve had to go into room three, is that where I’m going, oh, and he was all excited, and he would be smiling away, and we’d be sitting in that waiting room with all of these guys sitting, and some of them, their wives were crying. 

Some of them were sitting with their head in their hands, and there was x, oblivious to what was happening to him. It would have been dreadful to tell him, you know. It wouldn’t have made him any better, it wouldn’t have made the end result any better to tell him, x, you’re going to die, you know, this could…so I think there’s a thing about…

I:	And do you think maybe that also maybe similar to Y, that you know, the conversations that you had with him were at the stage where Z’s dementia was already very advanced, so maybe that conversation wouldn’t have been as appropriate at the stage where she was still really kind of more independent.

R:	I think…he got a good number of years happiness with Z, and it was only as things became really difficult, we had to prepare him, and it was about being prepared for her life ending, but for him to be involved as much as he possibly could, right up until the very end, which he was. 

I:	Yeah. I think that’s all my questions. I don’t know if there’s something that I haven’t mentioned or I haven’t asked that you think would be, you know, good to say.

R:	No, I think you’ve covered everything. You’ve got my number anyway, we can chat any time on the phone. I just felt that I wanted to meet you face to face, because I can’t stand Zoom calls.

I:	No, I know.

R:	I really can’t stand them.

I:	Yeah, it’s difficult, yeah.

R:	A phone, you know, it’s not the same as being able to sit and have a chat to somebody.

I:	And I even feel it really helpful just coming to (service) to get more of a sense of where they lived and where it happened, other than…yeah.

R:	Aye, x House, have you seen x?

I:	Yeah, yeah.

R:	It’s a nice area. Nice grounds and nice surroundings, so in the summer time, you know, you don’t need to go far for just a walk about. And that was one of the things we used to do with Z, is take her out in her chair just to get out in the fresh air, sit outside even. Very, very fortunate in our area here.

I:	It’s really nice. 
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