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I:	Perfect.  Do you have any questions?

P1:	No.

I:	No. Okay.  Can I ask what the name of your partner is?

P1:	[Y 00:12].

I:	How’s he called?

P1:	[Y 00:15].

I:	Okay, sorry, I think I can’t…oh maybe my sound is not so good.  Could you just repeat once more?

P1:	Y.

I:	Y?

P2:	Y.

P1:	Y.

I:	Oh Y.  Y, yeah.  Great.  Now I got it.  How did you meet Y?

P1:	We used to go to a day centre, that’s why I met him.  

I:	Uhm-hmm.  And how many years ago was that?

P1:	About five years.

I:	Okay.  And what did you like about Y when you first met him?

P1:	I liked…he’s kind…he’s nice and he’s kind and that. ‘And…’cause his ex-girlfriend has taken his money so I helped him out a wee bit.  And I told him  [that…he was a wee bit scared of me 01:24] but his girlfriend took his…his ex-girlfriend used to go in his pocket and take his money from him.  

I:	So he didn't have a good experience with that.

P1:	No he didn't. So…but I [inaudible 01:42] and he’s happy.  He’s…

I:	Okay.  And was it love at first sight when you both met?

P1:	Not really, just got to know each other.  He likes the foot…we’ve got to…he [does 02:01] smoke a lot and we had…we went in town a lot…we used to go in town a lot and have cups of tea in town and that and just have a walk in town, I help him and that.  And on a Saturday if he didn't have a Dundee United match on, we used to out for a…

I:	So you like going together to the football matches.

P1:	Not me.  

I:	Oh not you.

P1:	You know, if he went to the football I went to see my mum or something like that.  

I:	Uhm-hmm.  And did you ever live together?

P1:	We live together now.

I:	Oh you live together now.  

P1:	Yeah. We’ve lived together for about…well I’ve been there about 30 years and that, the house, so lived together about 30…a long time, we’ve lived together.  We used to live in the big house that we used to have [inaudible 03:13] and then [X 03:15] asked me to come to thingy and we went there, but then now I’ve got my own house.  Well…

P2:	They got supported accommodation.

P1:	Yeah, supported accommodation.  Yeah.  And he lives and that [obviously  to…and 03:39] I could see him every day.

I:	Uhm-hmm. So do you like living together?

P1:	Yeah.  Yeah.  Good.  

I:	And do you help each other with, kind of, the household, cooking and…?

P1:	Yeah. Well he can’t cook.  He’s not allowed near the cooker.  But he’ll help me with dishes and laundry or something or…he used to just do it but now you’ve got remind him twice, keep reminding him so you’ve got to keep reminding him to, Y, you’ve got to do that, and then he’ll do his jigsaw and he’ll forget, so…he likes to…

I:	And are you married, can I ask?

P1:	No.  Just…

I:	No.  Did you ever think about getting married?

P1:	Oh no…no.  

I:	No.  Good.  And how…when you first got together, how did other people react when you told maybe, you know, some of the workers or your family?

P1:	My mum and dad like Y but that…he’s quiet…he’s a quiet man, eh, [advocacy worker 05:04]. He’s quiet and mum and dad like that.  My mum and dad liked him and all my other family liked him.  All my family likes him. 

I:	So they were all really happy for you.

P1:	Yeah.

I:	Yeah. And when you told, kind of, the workers that are supporting you that you want to move together, what did they say?

P1:	They said it was okay.  When we moved in to the villa, it was just a couple of us [inaudible 05:43] and we got asked if we could move in together, and they said, yeah.  He used to share with somebody else, but now me and him share everything.  Different beds though.  And we go on holidays and that together.  We used to go on holiday…we used to go out together a lot but that stopped because he’s got this thing [following 06:13] all the time.  [Inaudible 06:15].

P2:	No, not at all.  

I:	And where did you go on holiday together before?

P1:	Blackpool and that.  The whole, not just me and Y, all…the house, like…and the other houses and that, all go…we used to just go [around with them 06:37] but now Y goes out himself and he…I go [out myself 06:50] sometimes and then I get…sometimes I get free time on a Thursday and go out on my own and that.  I get a lot [inaudible 07:00] and Y [inaudible 07:02] I get a lot of time to [inaudible 07:05] and I get a lot of free time, so…me.

I:	Uhm-hmm.  And when you used to go out together before in town, what kind of things did you like to do?  Did you go to, like, the cinema or cafés or…?

P1:	We used to go to the cinema, we used to go bowling…

I:	Bowling, mm, nice.

P1:	We used to go the arcade together, [inaudible 07:32] together.

I:	Uhm-hmm.  And did you…during the week, did you, kind of, go to some work or…I think you mentioned a day centre or day service?

P1:	Yeah, we used to go to the day centre.  Then that closed down.  And Y used to have a job.  A job up in Dovetail.  But retired so he got thingy, ‘cause…not let him get [inaudible 08:18] when he got his dementia, they’re not very nice that way, [their shifts 08:23] and that.  

I:	But before that you…before dementia, he did work there.  

P1:	Yeah.

I:	Uhm-hmm.  Yeah.  Is it okay if we now talk maybe about the time when you and others noticed that Y has got an illness that is called dementia?  Is that okay if we talk about…a little bit about how that was?

P1:	Yeah.

I:	Yeah. So do people talk to you about dementia?

P1:	I think the staff’s been busy, not really spoke, but they have spoke ‘cause Y will get more breathless and shouting at us and that ‘cause he started…he used to be a gentleman but he’s really started shouting at me…and shouting at me and I get upset because it’s…[a bust up is okay 09:27], the staff…I told the staff one time he shouted at me and all I get, and the staff to…says to me, don’t you take that, you just go to your room, or anything, and that.  ‘Cause he’s getting…he’s just getting really out of hand.  Just shouting at me all the time.  

I:	Mm.  Uhm-hmm.  So that is something that has changed, that he can maybe get angry sometimes or confused and then he starts shouting.  Mm.

P1:	Yeah. [Inaudible 10:10].

I:	And when…was there ever a time when someone, kind of, came to see you, like a doctor or a nurse, to tell you that he had dementia and what dementia is?

P1:	The staff told me he’s got dementia.

I:	And what did they say what dementia is?

P1:	They said sometimes Y is more aggressive and forget things and that…forget to do things and that.  So you’ve got to keep reminding him.  And then he gets…turn his mind on what he’s got to do. And he does forget ‘cause he can go in the bedroom and go and get his clothes and he’ll go, what have I [went in this…through here for again 11:07]?  You went through for your clothes for Monday or something, or you went for socks or went for your jammies.  And he’ll go, oh aye, [so I did, and he’d be…know 11:19] what I mean.  

I:	Uhm-hmm.  So do you feel that you need to remind him more about things now? 

P1:	Yeah.

I:	Uhm-hmm.  Are there other things that are different?

P1:	Well I don’t know if this is…well nothing really…he…couple of years ago, he [fell, he fractured 11:50] his hip thingy.  But…and he felt…and he…nothing really, just keeps forgetting things.  And I'm trying to help him and he…he wants to be independent but…he just wants his independence and I say, Charlie, want me to help, but he says no, he wants [to do it properly all 12:23] on his own.

I:	Mm. So he wants to do things on his on but then he still actually needs help and then he finds it difficult.  

P1:	Yeah.

I:	Oh.  Are you okay?  Mm.  Shall we take a short break?  

P2:	I think it’s quite upsetting for her. 

I:	Yeah, it is difficult.  It’s really difficult.  Mm.  

P2:	[Inaudible 12:55].  It’s hard, isn't it.  It’s hard for her to understand [inaudible 12:59].

I:	Yeah, it is.

P2:	[Inaudible 13:02], it’s just the way you feel, isn't it.  

I:	Mm.

P2:	Want to have a wee break for five minutes?

P1:	Okay.

P2:	Are you sure?  [Inaudible 13:12].  

I:	Do you have people that you can talk to or people that are supporting you?

P1:	Yeah, I’ve got my staff.  They come in and I talk to them.  They come in every day.  

I:	Uhm-hmm.  And how are they supporting you?

P1:	They’ll just tell me…asking me if I'm alright or, like, making that…you know, making and…telling…asking me if I'm okay and that.  And I says yeah.  Like, last week we were supposed to go Ballater but he never got because there were…with all the weather and that, the electric in Ballater…the electrics all went off.  So he didn't get.  And that would have been a wee break for him because…but he never got.  He didn't want to go anyway ‘cause he thinks when he goes on holiday, I should go on holiday.  But I don’t like Ballater, so…and I think I’ve got…we’ve got…he…the way…he…but he didn't get because all the electrics were off and [X 14:44] said, don’t [know when we’ll 14:45] get back up to Ballater.  And then they wouldn’t take anybody up, like Y or that.  We went…they went back up but they wouldn’t take the ones that…who can do things for themselves.  

I:	Uhm-hmm.  So do you do things a bit more separate now that you, kind of, have time to go and do what you like and then Y has people who are supporting him?

P1:	Yeah. I go to the town or I [come and meet 15:21] (advocacy worker) or that.  

I:	Uhm-hmm.  What do you like doing in town when you go?

P1:	Shopping.  Just like to see [what’s all there 15:30].  

I:	Uhm-hmm.  And do you have support from your family or Y’s family?

P1:	I don’t speak…he doesn’t…well (sister).  We speak to (sister), that’s his older sister.  But she…he doesn’t see his sister that often.  But my family’s…well my big sister…my older sister, [X 16:01], she’s on the phone all day Saturday to me asking how we are and…how me and Y are.  That’s our phone call for the week.  

I:	Uhm-hmm.  So you can talk to her sometimes.

P1:	Yeah. And I could just phone her if anything’s up.  

I:	That’s good.  And when things are sometimes difficult, what usually helps?  What helps you or Y?

P1:	Well with Y it’s jigsaws. With me it’s just iPad or go in to my room for five minutes, you know, do my wordsearch or something, [inaudible 16:45].

I:	Uhm-hmm.  And you said you have, kind of, people coming supporting you in the mornings, does…did Y’s support change since he has dementia?  Does he have more people seeing him now or do people come and see him more often?  

P1:	He gets more people down the road at the big house.  He gets people down at the big house.  He…once he’s down there every day, he gets…that’s his support down there.  And he gets support down there.  

I:	Yeah. So what does Y do…kind of, in a week, what does he usually do during the day?

P1:	Just goes down [to the villa and that, but 17:34] he…or he goes out for a walk with one of the staff at the park.  He always tells me, he goes, I’ve been out for my walk today.  Okay.  

I:	Yeah, today must have been cold if he went today.

P1:	It’s just down at the park.  

P2:	So that’s not far away, is it.

P1:	No.  So…just goes around it and he sits…he usually sits down and he says…he has a walk and he has a wee seat.  

I:	Uhm-hmm.  And what kind of things do you like doing together now?  What do you enjoy doing together?

P1:	Don’t do a lot together now.  Just sit and watch telly and that.  

I:	Uhm-hmm.  What do you like watching?

P1:	Emmerdale and EastEnders and Corrie. 

I:	And you said before that Y’s also not allowed anymore to go near the cooker.  Is that because of dementia?

P1:	No, he’s never…I mean, the…he used when the staff [with…like 18:46], because he’s got epilepsy too, so he’s not allowed to go near [the thing 18:53].

I:	So you’ve always done more of the cooking.

P1:	Yeah. Well we get our meals brought up to our…to the big house, so that’s…

I:	Okay.  So it sounds where you live that there are also…are there also other flats and other houses where people…other people live?

P1:	Well now where we live, got the…[inaudible 19:25] got…he’s got one in [inaudible 19:26], he’s got one in [inaudible 19:30], one [inaudible 19:33].  I think that’s it.  But there’s a lot of people in different…people with learning disabilities in different parts, [inaudible 19:47].   And he’s got different [inaudible 19:47].

I:	And are some of them friends of yours and Y?

P1:	Some of them, yeah.  [They come up 20:01].  I’ve got a best friend, like a sister, (name).  She’s my friend.  But [inaudible 20:14].  Some of them are friends and some of them not.  

I:	Uhm-hmm.  And can you…is she called (name), your best friend?

P1:	Yeah.

I:	(Name), yeah.  Can you talk to (friend) sometimes about how you’re feeling?

P1:	Yeah, ‘cause her dad had dementia.  So…her dad had it.  So we discuss it on the phone and ask her and…me and her, when we’re out together we talk about it a lot.  So with a coffee we sit and talk about it and that.  Her dad had it.

I:	Mm, that’s nice to have someone, like a friend to talk to.  What does she say?  Does she give you any tips or advice?

P1:	She says it’ll be hard and that…and that.  

I:	Mm.  Is there any, kind of, medical appointments or…Y has?  Are there any, kind of, specific nurse that comes to see him sometimes or…?  No.  So it’s mainly the staff at the service who are supporting you.

P1:	Yeah.

I:	Yeah. Good.  And if you had a…if you had, like, a magic wand or something, what would you like to change?

P1:	I would change the way Y was.  The way he was with his dementia.  I would, like, be happy.  

I:	And how was he before?

P1:	Well his smile…got a cute smile and everybody likes his smile.  And his laugh.  And then…but…yeah.  And [inaudible 22:36] and that.  [Inaudible 22:44].

I:	Mm. So do more things together.  Do some of the staff…other people, do they talk to you about the future sometimes?

P1:	They’ll not talk [inaudible 23:07] but maybe sometime we’ll talk about it.  We know in the future he could get fairly bad that way.  ‘Cause I don’t want to see him like that.  And I think my mum had it, but they didn't talk to me about my mum.  My mum.  But it’s going to be really bad, and I’ve got…I need to…

I:	Mm.  So you would like that maybe, you know, people talk to you what you would like and what you want so you know what’s happening.  Mm.  So is that important to you, that you’re involved, that you can decide what you would like.

P1:	Yeah.

P2:	If it helps as well, I don’t mean to interrupt but just my manager has for the future given Z the option of having an advocacy worker.  Might not necessarily be our organisation ‘cause Z’s a member of staff, so it might be a little bit of conflict of interest but we’re trying to…potentially in the future if we…kind of, support from somebody then you can maybe have an advocate for you.  And probably wouldn’t be from this organisation but  hopefully in the future if you felt you needed that, that that’s an option open to you.  Yeah.  Sorry to interrupt you.

P1:	[I remember that 24:50].

I:	Yeah. Just that you ought to have someone who listens to you, what you want and what you think you need.  Good.  I think that’s almost all my questions.  So it’s just, kind of, in the end just to ask you, what’s your happiest memory of your relationship with Y?  Is there anything you can think of that you'd like to remember?

P1:	When he gets excited about his…when we’re together…on…it’s when…when it’s his birthday or he used to [go out to the theatre and…go 25:44] out together, I just love him so much.  

I:	Mm.  Yeah.  So there’s a lot of love.  Mm.  And how long have you been together?

P1:	I think it’s about five years.

I:	Okay.  So that’s a really long time.  Well done.  So do you have, like, picture albums of your time together when you used to go on holiday and…?

P1:	Yeah, I’ve got pictures.  Yeah.

I:	Uhm-hmm.  In your flat.

P1:	Love to look [inaudible 26:31].  [And tell him we’ve got 26:38] this memory.  We went to this class when he had…he made a box and it was in the X Centre…

P2:	The day centre.

P1:	Not the day centre, the X…

P2:	Oh the shopping centre.

P1:	Yeah.  And he made this box [and…about the size of that 27:00] and he put eyes.  So we put stuff in it that we couldn’t…when he gets bad, staff will be able to say, remember this, Y, remember that.  

P2:	It’s like a memory box you said, yeah.

P1:	Yeah. 

P2:	Oh that’s nice.  

P1:	But [inaudible 27:25] get on with it, about…like, Y and his dementia.

I:	That’s nice, yeah, a memory box.  That sounds good.  That’s good that he has that.  Does Y like music?  Does it help him sometimes to listen to his favourite music or…?

P1:	Likes Beatles, he likes Rod Stewart, he likes Tina Turner…

I:	Tina Turner, nice.  

P1:	He likes Abba.  Me and Y, we like Abba.  Likes Abba.  He likes Tom Jones.

I:	Uhm-hmm.  Is he a good dancer?

P1:	Yeah, he used to be good but when he…he was…when we used to go to discos…we went to discos together, that’s one thing we did go together.  Went to Queens Hotel and we went to discos.  And he used to get up and dance and that all the time.  But you couldn’t get him off the dance floor when he got on the dance floor.  

I:	So it sounds like he was the life of the party.

P1:	Yeah, he was.  And he likes singing on karaokes.  But just got him to sign along but he said…long time ago he says, I'm never going to sing on karaokes, but now he gets to sing. He doesn’t know the words but [inaudible 28:55].

P2:	Taking part, that’s important.  

P1:	Yeah, that’s what I say to him.  

I:	Yes, very good.  Is there anything else that you would like to say?  Maybe something I haven't asked that you would like to share with me or tell me.  

P1:	No.

I:	No. How…

P1:	[Voices overlap 29:17]…see when you’ve got dementia…I'm sorry, [inaudible 29:27] can you die with dementia?  

I:	Yeah.  Is that something that someone has talked to you about or have you ever asked any of the staff about that?

P1:	It’s been on my mind, know what I mean.  

I:	I mean, I think as you said, dementia is something that does get worse so people, kind of…yeah, things are more difficult for people.  But then hopefully there are also things that can help them, that you can support them and support you.  Mm.  Can I ask how old you are and how old Y is?

P1:	I'm 57 and Y’s 67.  

I:	Okay.  Right.  And how are you feeling now, after speaking to me?

P1:	[A wee bit better 30:28], thank you.  

I:	Yeah. I know, it’s really difficult to talk about it.  You know, especially if it’s someone that you love and it can, kind of, bring up lots of things.  So thank you really much for sharing all of that with me.  

P1:	Okay.  Okay. Thank you.  

I:	Uhm-hmm.  So do you have plans still for today?

P1:	So just go home and see Y for a wee while.  He’s sitting…I think he’ll be coming home and watching the snooker and…yeah, so…likes doing jigsaws.  

I:	Doing some jigsaws.  

P1:	He likes jigsaws.

I:	That’s good.  Can help you to, kind of, practice your brain working.  

P1:	I don’t do them. Y does them all.  

I:	And for the weekend, do you have any plans?

P1:	I'm going to go shopping for stuff for Monday, ‘cause it’s Valentine’s Day.

I:	Oh yeah, that’s true.  Do you have plans for Valentine’s?

P1:	I'm going to cook Y a meal.

I:	Oh very nice.  Nice.

P1:	Yeah.  And I’ve got him a jumper and I’ve got him [a pack of socks 31:50].

I:	Oh that sounds good.  Well I hope you have a very nice Valentine’s.  

P1:	Oh thank you.

I:	I actually need to work on Valentine’s Day, so I didn't even think about it yet.  Probably…yeah, I should start thinking about it.  It’s a good reminder.  And I also…kind of, as a thank you, you know, for you to help us with our study, we have, kind of like…just like a certificate that I can post to you, just to show that you have helped us with our study as an expert by experience. So I still have your address, so shall I put that in the post for you?

P1:	Yeah.

I:	Yeah. And you can get that.  And I also wanted to ask how you would feel about…if you think that there are maybe other people for us to talk to that are supporting you.  I don’t know if there’s a member of staff or maybe your sister, how you would feel about them talking to us or if you would rather not.

P1:	X’s the best one to get…she could talk to you…talk you…about it.  

P2:	If you need details, [Paula 33:07], if you just drop me an email and the…X, which is…I think she’s, like, the manager, is she, or [a nurse 33:17] staff member in your house.  We’ll obviously just need to I suppose verbally ask her and them I'm assuming that you send out a consent form…

I:	Yeah. So I would send her information and then, you know, of course also it’s only if she wants to talk to us.  But I thought I first want to ask you, Z, if you would be okay with me also asking her maybe…yeah. 

P1:	Yeah.

I:	But that’s great, yeah. So I can send you an email, (advocacy worker), to do that.  Okay.  Yeah, I think that was all my questions. Again, thank you so much.  That was really helpful.  And I think…I hope you have a really nice Valentine’s day, can enjoy.  And we’re talking also to other couples that are in similar situations, so we have, like, one man, he’s part of the research study, he has dementia and he’s married.  And he’s helping us and we’re also talking to other couples in the whole of the UK.  So I think we’re still going to do that to the summer and then once we have done that, I can also in the end send you a little summary of the things that we’re finding. Would that be helpful?

P1:	Yeah.

I:	Yeah. I can do that.  

P1:	Can you put it in big letters?  

P2:	In an easy read format.  

I:	Big letters, easy read.  Yeah.  Perfect.  Great.  Thank you so much.  I know that you also needed to go at quarter to.  

P2:	Yeah. Sorry about that.

I:	No, that’s fine.  

P2:	[Voices overlap 35:00].

I:	No, it’s fine.  Okay. So…yeah, enjoy your evening and have a lovely weekend and a lovely Valentine’s.

P2:	Thanks, Paula.  

P1:	Bye, Paula.

I:	Thank you.  Bye.  

P2:	Bye.
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