LivDem Families: Follow-up interview with Family 3
CAROL: Person living with dementia
JOHN: Husband of person living with dementia
I1: Interviewer

JOHN: It’s a bit strange, cos when we went to see the neurologist, one of the first things they say is do you want to know the result or do you want to know the diagnosis
I1: well wouldn’t you, huh
JOHN: it’s a difficult thing (pause) because, for me, um, I’m not a carer, I said that to your colleague, I said look I’m not a carer, I never have been and now I’ve gotta learn new skills that I never, EVER, thought I’d need cos I’m not exactly a patient person, you get my drift, and with my my work environment it was (removed for anonymity) but it it was a pretty high pressure job and (removed for anonymity) and basically you, you know, somebody, you ask somebody to jump and they ask how high, you know. Its one of those jobs where you’ve got to get things going and moving (removed for anonymity ), I don’t know if other people find the same, but I find it an extremely difficult transition, to now turn into a carer because I’ve, both parents, both our parents, my parents, they’re all gone, but over a period of 4 years we lost all our parents, we lost one a year and it
CAROL: (inaudible, JOHN’s voice louder)
JOHN: and when you’re caring, you think ok fine, but you shut the door and of you go, but actually now you don’t, 24 7, 24 hours a day for the rest of your life and there’s no manual for it, I f-, I find it difficult, I don’t know what other people feel but, talk the nurses, (location) Memory Clinic and we’ve been to a couple of their courses n they lady’s trying to come to help us so that’s useful but you do feel alone
I1: Hmm
JOHN: I don’t know it, its one of those things, some people don’t really understand what it now means, your whole life revolves around something completely different, y’know like can I go out, can I do this, cos I’ve got cameras now, there’s one there and one there, so if I do go out I can actually, on my phone, there not working now, but if I go out n CAROL is here on her own, I can actually use the camera not to spy of her but just to make sure everything is alright,
CAROL: cos I had all this with my parents, so I know so much about it
I1: yes so that’s can be really frightening isn’t it
CAROL: well it wasn’t frightening, its just that we live here and they live there (location), so every weekend we were down there doing stuff, it was just, and then they’re gone (said more loudly and quickly), they were gone, they couldn’t speak, they couldn’t wash, it was terrible, so I do understand when people say…
JOHN (talking over CAROL): The biggest problem you’ve got  
CAROL: …it’s hard work, because for us it was, we have a lot, but yes, my dad was just (inaudible, trails off)
JOHN: Its difficult to get people, access, we went to one meeting with social services, and because they didn’t have LPAs social services were responsible for health and welfare of your mother and father because they didn’t have anything in place, they wouldn’t do it and we went down, we went to see your parents in the morning, going to meet social services later on, and your dad was in the, in the, he was literally in the, outside the house trying to get into the neighbours house, he just didn’t know what’s going on, he said there’s a pipe under the thing and there’s people burglars and all this and I filmed it and social services said we can’t…(talking about CAROLs father)…but at the moment we seem to be ok, getting more help from the (location) because we went on this course
CAROL: The thing for me though, I’m one of 7 children, my eldest brother’s got it now, um who else, my mum and dad
JOHN: Well its your mum and dad, your eldest brother
CAROL: Well we can’t find out about my brother, there’s something going on
JOHN: But it appears to be something in the family, because your auntie’s got it, your brother’s sister, **** (name of sister)
CAROL: Oh has she. Well yeh that’s the trouble my mum and dad were first cousins (laughing), so its all in the same thing isn’t it
JOHN: (talking about seeing the speech therapist)
CAROL: It’s funny when we meet people, I’m comfortable, but I still have problems with it (finding the right word) but when I can’t speak properly, they say don’t worry about it, it’ll come to you in a minute, we’ll talk about something else, so that
I1: that makes it easier
CAROL: yeh that makes it a lot easier. A lot people haven’t got that have they. 
JOHN: (talking about donepezil helping) Its difficult to understand, cos we were getting, the problem is, do you want me to jump in or not, do you want to struggle with it or not (finding the word), and sometimes you do it without thinking, but the idea is to let you do it, is to say “do you want me to help you or not” 
CAROL: Yeh, sometimes it comes to me and I must admit there are times it don’t so he has to me a little bit but I think we’ve got used to it now (talking over each other) so it’s not as bad 
JOHN: find a way around it 
CAROL: (laughing) yeh you find a way yeh
JOHN: but I think it does help to talk to people about it. To to get people I don’t know it’s there needs to be more help for people for couples because you know by the end of the decade there’ll be a million people with Alzheimer’s. That’s one in 60 of the population, you know that’s a huge percentage, and because I presume because we’re all living longer
I: absolutely
JOHN: it’s just coming out because it’s er, because when my, my mum’s sisters, or my uncle [name]
CAROL: yeh
JOHN: they called it senile, but actually now you look at it, it’s dementia. But it wasn’t, cos he was strange, he was not a nice man anyway, but you can see, it fits it fits the profile, it is what it is and you just… sometimes I find it difficult to come to terms with, because I’m used, I was saying before, I’m used to doing things and making a decision and getting on with it, but now I have to stop and think, which is not the normal way I do, but I’ll get used to it, it’s a case of having to. You have to adapt, you have to learn new skills, I never ever thought I’d be a carer, not a my age. Although I do have concerns that I’m not exactly a spring chicken, I’m 71 and things are not going to get any better, and just how do you, because I’ve started looking at, well I picked up the leaflets about care homes and things like that, I know it’s something you don’t want to think about, but you’re gonna have to, you have to think about it, and so I’ve picked up that and I’ll start doing research on that sort of thing see well where do we go from here, like what happens if this happens, you know, but… 
We are where are and we just have to get on with it and that’s the bit that if you didn’t want to you could just completely cut off from everybody and stay in your own world and actually what the world needs to do is to come to us, but that’s a different… in the current financial climate that ain’t gonna happen. 
I: so when [interviewer] coming to you, was it helpful to have those conversations? 
JOHN: yeh, it’s help, you’re talking to someone else who doesn’t.. who who, who may be able to help or make suggestions, or or just listen. Because quite often it’s nice to have somebody just to listen. 
[CAROL: laughs gently]
JOHN: you know, cos like, one thing, our GPs like, our GPs have had all the letters but they’ve not spoken to my wife once, and it’s supposed to be a dementia friendly practice? The only thing I’ve had contact with them about is when I ring up I, I have to do a consent form, but I do all her medication and stuff like that, and the only person we’ve seen is the clinical pharmacist the other week who knows more about drugs than most doctors and we went through some of the things with her, but we’ve not had any discussion with the GP at all, they haven’t even, they haven’t reached out to us. 
CAROL: no
JOHN: but I shall be reaching out to them in the new year because say well okay we had a diagnosis last February so where do we go from here, what’s next? You know, because there are, you know, you can take more than one of these tablets you got, although you do find a bit nausea with the donepezil which is..
JOHN: yeh
I: if people are going to get side effects, tends to be… 
JOHN: but we didn’t get that from the GP we got it from the pharmacist because we were complaining… [discussing when to take Donepezil and manage the side effects]
JOHN: your thing is that she’s lost her independence, that is a big big loss. And to a certain extent mine as said, I’ll just nip and you’ll say oh I’ll come, because we have to go together, literally together, because I don’t really want to leave her on her own for any great length of time, I’ll nip off now and then to do odds and sods, like I went over for my annual review didn’t I, I went over to see the nurse and came back
CAROL: mm hmmm 
JOHN: but you’ve lost, you can’t solve problems very well
CAROL: oh no I don’t but you know I just, carry on what I do and try and work it out, but it’s not going to be like it used to be for me 
JOHN: it’s like the odd thing is, one day she can do it but the next day she can’t. But then the following day she’ll go back be able to do it without asking and it’s … pause… it’s really weird, you can’t actually predict what actually is gonna happen. Pause. But it’s worse for [name] not me. Know, well, I can do things but you can’t any more and that must be really really frustrating. 
CAROL: and that’s why I tell people… 
I: you’re open with it, yeh?
CAROL: yeh, because if I’m with people that look at me and think what’s she doing or whatever, but yeh I always speak to everyone and say I’m sorry I can’t say, and they say that’s fine, it’ll come back to you don’t worry about it, and I meet so many people who have, it’s doing the same as [husband] looking after people and it definitely definitely there’s a lot more to it and a lot more people. 
I: Ye, it’s very common, yeh
CAROL: you would know that, yeh
JOHN: it’s extremely difficult, I won’t, I’ll be honest, it is, I find it extremely difficult to deal with. 
CAROL: but it’s just weird, that the timing of it was the day that I left work. 
I: oh really that it came on? gosh
CAROL: well, the thing when the world was going world and everything, and they couldn’t take me out and stuff like that, really didn’t bother me and then all of a sudden I just changed. And almost like it realised that I’m not the person I was. That’s how it felt to me, how I can say it now. But it was just weird, absolutely weird. One minute you know we’re working out what we’re gonna do and go away and all this business and it just, I think it got all taken away from me and I think my body went a bit weird anyway and that’s where it all started. 
I: it’s very cruel that
CAROL: very cruel 
JOHN: its a cruel disease. Because well you retired in 2020, wannit. ? 65th birthday, so 2020, course covid was about and so the planned holiday was cancelled, the retirement was cancelled, we got all your friends together on a green [described retirement gathering] and then in august you had a seizure. And she, it then went downhill from there. And I cause you still have to take the anti-epilepsy medicine because, trouble is, you don’t know what actually, but I believe it wasn’t epilepsy, it was her brain, there’s something wrong with the brain and the brain’s [blowing air], that’s what it’s reaction was. You had seizures. And you were having about one a month but then she got to the point where she had 5 in a day and then I had to almost literally demand to see, I went to GP and I said, look she was having a seizure about once in and now she’s had 5 in less than 24 hours, there’s a change, therefore this is what, there’s something going on here, it’s not right. And you literally had to, we got to the GP at half past 6 at night after phoning them at 9 in the morning, this is how difficult it is, and then you’re instantly sent to hospital because there’s something, and you feel like all the time a lot with the dementia you’re fighting all the time, 
I: to get what you want, ye
JOHN: but if you’ve got cancer it’s different, people are, you know, you know you can go over there and get your chemotherapy, there’s a little place next to the doctors that you do, if you’ve got dementia or a mental illness, [blows air] every time you seem to be fighting the system to get help or to understand. And you have to rely on charity. It’s like (location) the memory service they’ve only got about 2 or 3 nurses and that covers the whole of (location) and we went to the course and there was what a dozen people and some of these people have been waiting months to try.. and you just, the whole system just doesn’t seem geared up to deal with something that effects a large, a million people in the population, which is a huge number. 
CAROL: so you must see a lot of this then? 
I: yes I’m afraid I do, yeh, it’s 
CAROL: and all the different ways it comes out 
I: and the lack of funding and the lack of support is, 
CAROL: that’s the worst isn't it
I: it’s really important isn’t it. And physical health, there’s a lot more and it’s not always particularly great but… 
CAROL: but this is doing a lot of stuff isn't it, that’s the trouble 
I: exactly
JOHN: well it’s a hidden disability isn't it 
I: and yes, well 5 seizures in a day I think he said, gosh, that’s 
JOHN: ridiculous and I said, I need. And in the end I said, well if they don’t, I phoned them and then they sent me a text message saying you’ve got to, didn’t even pick the bloody phone up, a text message to say come over by half past 6, and of course everybody’s gone and you saw this doctor we’d never even seen before [discussing being admitted to the hospital during covid times and the effect of this, commenting on political factors, & mental health being poorly served].
I: with (name of facilitator) coming, do you think it was of help to have those conversations do you think it changed anything for either of you or gave you a different perspective or anything like that? 
JOHN: I’m not sure it’s going to change the way we deal with things but it’s nice to talk it over with somebody who understands the problems that you’ve got and she gave us some suggestions of places we needed to go and perhaps like to do, because we have been to some of these sort of like not day centres but we’ve been to a couple of things where people, said were run by charities or run by (name of charity) and we went there, I said to (name of wife) well look do you want to go back and you said well no not really because, some of the people who’ve been in these places, they’ve been going for a long time and they knew each other and, you’re, you’re we just didn’t seem to fit in. But, I said look if you want to go back we’ll go back, well it’s in (name’s venue and talks about venue) .. and they ran a group and you were in there, you go there for 2 or 3 hours and I had a few conversations but not much. 
I: mm 
CAROL: didn’t really get much from it did we. It wasn’t, it didn’t seem to be the right sort of thing for us. Because the fact that we were a bit further up than the ones that we there and yeh, it was quite difficult to.. 
JOHN: yeh, we’ve been to a couple.. about 3 or 4 of them and thought this is not the sort of thing we would want, but the course that we went on with (location) memory service that was really good wannit, because they were through some of the techniques and what you can go, where you can go and there was 2 like half a days over in [place] and I thought that was really good 
CAROL: it was good 
JOHN: because there were a number of carers there who are having the same problems as I am, this is difficult
CAROL: did we go there 3 times, 5 times? 
JOHN: twice
CAROL: twice, yeh. They were really good, all the ladies. If you asked anything they knew exactly how to speak to you about it, and then they came here didn’t they when it finished, they came to see me. 
I: and (wife’s name), with (name of facilitator), did you find it helpful having those conversations with [clinician]?
CAROL: yeh, I like talking to people anyway, so in my mind I get a lot from it, especially people like you who know what you’re talking about
I: hopefully [laughs]
CAROL: well, you will, you know better than I do, and I like that sort of thing because I know that you mean it, it’s not like oh yeh got to do that today [mumbles], so I like people that tell the truth. Because I’m not afright.. afraid of it, because I went through it with my parents, and I mean if you saw them now you would be really, oh gosh, they can’t stay here, you know things like that, so touch wood I haven’t been like that. [laughs]. But it’s just funny, in my family, just in my family, just how many have got it, so there must be something going on.
I: mmm
JOHN: with (facilitators name) it’s almost like the old fashioned health visitor … [recounts memory of health visitor as a child]… you’d have this woman sort of turn up, and sort of check up. But it doesn’t happen with dementia does it
I: well that’s the thing isn't it 
JOHN: and to me that would be very helpful for a lot of people, its most of us are elderly, not old, don’t like the word old, it’s elderly 
I: I’m with you on that one 
JOHN: I’m elderly, I’m not old, my brain’s still ticking over and I can still walk, I prefer the word elderly.
[CAROL and JOHN laughs]
JOHN: someone like (name of facilitator) to come and talk to you, like how are you doing, whilst they may not be able to do it, they can point you in the right direction, and I think that would help, help a lot of people, because you hear stories of a lot of people with dementia being very lonely. 
CAROL: exactly 
I: mmm
JOHN: they’re isolated, because they don’t have a partner, or they’re on their own and people, I don’t know whether people have a fear of dementia, I don’t know, it’s, it’s really weird because my dad was in a care home down in (name’s city) and I used to go see him once a week, and a couple of times I’d be there and I’d say alright dad, they change your dressings, well fine I’ll come and I’ll sit and read the paper sat outside his room and a couple of times they’d be people and they’d say oh hello how are you, and talk to these people in the care home, and they’d say, nobody’s been to see them for months. You know they’re, gone. And you get that similar thing with people with like dementia, they feel isolated. 
I: absolutely, very lonely 
JOHN: and they want help and because they’re still at home and they’re still managing, they think ‘oh that’s fine’ and then all of a sudden you do this and then you think well actually she’s gonna have to go in a home, well you’re gonna have to sell your house, you’re gonna have to pay for… and that’s all people seem to be is about the money 
CAROL: yeh
JOHN: is about the money, well actually some people you need companionship, you need help, well if you can get somebody like (name of facilitator) to go and see most of these, I know the Alzheimer’s they have visitors and that, but for somebody who’s connected with your own GP, to come and see people with dementia and say look how are you getting on? We haven’t had anything from the GP, how are you getting on, do you need any help? Nothing. I literally have to go and ask every time, every time I’ve asked about your drugs I’ve asked about this and asked about that. And that’s the most frustrating thing for me is that you have to, you have to be pushy. And he said, okay I’m a pushy person I can do that it doesn’t bother me, you know, but there are a lot of people can’t do it. I wouldn’t be at all surprised there’s people in this street, someone who’s got a mental condition, Alzheimer’s or something and we wouldn’t know, nobody knows about it. Because most of the people we know the next door we know across the road because most of us have been here for a while, and they say how are you doing, you can have a conversation and things like that, it’s not a problem 
I: about a third of all people with dementia don’t get a diagnosis ever, so.. I think that.. 
CAROL: my mum and dad were first cousins as well, so my mum never changed her name [discussed background of parents relationship and number of family members who have dementia and it running in families…]
JOHN: that’s the bit and it’s helpful with someone like (name of facilitator) somebody’s interested, somebody wants to find out what it’s like, what do you do, we’ve had nobody from the GP who says well what actually is your life like now, how do you, how could it be better, how could you change it? Even just a discussion, you know, you don’t always want to go to Alzheimer’s, you don’t always want to do this, said well, somebody like a health visitor would be really useful. Particularly if it’s, it doesn’t have to be a GP, it could be one of the senior nurse, nurse practitioner, because that’s what most of us see most of the time isn’t it. 
I: so a sense of really being left to your own devices really, but nobody is there
CAROL:  and you don’t know if you’re doing the right thing
I: exactly, yeh, there’s nobody coming to check up or to suggest.. 
JOHN: well there is a mental health nurse over there but not to cover dementia 
I: no it will be everything but.. 
JOHN: everything but. And then there’s somebody who deals with cancer, and somebody who deals with something else, it’s like I get more, because I’ve got an [describes health condition], ask me how I’m getting on. Don’t get anything like that. Nothing at all. 
CAROL: they don’t got no money or anything like that 
JOHN: it doesn’t cost much to make a phone call or just to employ one person, you know, just, it’s like they’re quick enough in shouting you have to come and have your flu jab, your covid jab, because they get fifteen quid every time you turn up [discussing payment for jabs]
It’s a vast production line, but when you want to ask for some help for someone with dementia, it doesn’t seem to, it doesn’t.. and I think that’s a failing in the system 
CAROL: well it’s a difficult thing isn't it, because it’s not one piece of it, there’s lots and it branches out so everybody’s not the same 
JOHN: if you look at the memory service, there’s what 3 or 4 nurses, if you’re lucky, one of them’s just left, she’s gone to (location) to get another job, so anyway, they’re coming to see you, but, I don’t know, it’s something that I believe is.. I never really thought of what the problems were until you encounter it and you think, well this is a problem, but the system doesn’t recognise it as a problem
I: no, no, and it is very much a bit of a postcode lottery and (location) is a bit worse than (location) and that’s different to (location) as well, but none of them really get an awful lot, but (location) does seem to be particularly poorly served really 
CAROL: because it should be the same for everywhere
I: yes it should be really 
CAROL: so if everybody is doing the things that we need to have them to do, whatever you want to say it, it would make it a lot easier 
I: mm
Because when people get it then, they know what they’re going to have done and when they see their friend they’re having it done, surely that makes it a lot easier. 
I: you’d think so
CAROL: I’d think so yes [laughs], I’m trying to think
JOHN: thing is, it appears to be in (location) you get signed off by a lot of people, like neurology, we got signed off, said oh now go back to your GP
CAROL: to do what
JOHN: to do what. 
CAROL [laughs]
JOHN: and then (local health provider), subcontracted by… whatever it is, then he signs off, but they all say if you feel you need to, come back to us, it’s always oh yeh
I: it’s always your responsibility to get the help, when you do that there’s very little response and it’s, it tends to be… 
CAROL: you don’t want to be a nuisance, but really… 
I: indeed, that sense that there’s nobody there checking up on 
JOHN: but we are getting from the memory service, it is, it is, they seem to be engaging with us. 
I: good
JOHN: which I think’s good, but the rest of the system’s really poor. Because we had a, an appointment, back in the memory clinic in (name of hospital), thought what’s this one for, and when we got there (details of another health condition)…
And um, it’s just all the time, you feel like you’re banging your head against a brick wall. And occasionally you manage to knock a brick out and somebody talks to you about it, and then they write, then they says okay fine, but if you, yep, come back to us later. But the memory service does seem to be engaging. Which because we’ve when we were there, in the course you separate the carers from the, 
CAROL: it was good that place, really good 
JOHN: and you can explain, it says, well most of the carers were similar to me, they just, sometimes they just dunno what to do, they’re just completely lost in the system, and you think well what do I do now, I can’t, there must be somebody somewhere who can help me, to explain to me what I should be doing, should I be doing this or should I be doing that, but the trouble with dementia is that everybody’s different. If somebody gets lung cancer, they know it starts from there there there, there’s a course, but with dementia there is no course innit, you could stay like this for the rest of your life, it could not get, it might just, then all of a sudden two months time, it could go the other way, you just don’t know
CAROL: what is the, the lowest, I don’t know how to say it, what is the youngest person with it, I bet there’s… 
I: oh goodness, I’ve met people in their forties I think, that’s probably the youngest people I’ve ever met, I suspect that’s true for most people… 
CAROL: so you don’t think it would go down though
I: you do see things in the papers and sometimes journals of people with different, terribly rare thankfully
CAROL: so it’s all to do with the brain then 
I: yes, that’s right 
CAROL: oh right okay 
JOHN: but it’s like, now you’ve obviously had to fight for the research to do this particular study and then that report goes to who, the department of health? 
I: um, I think for this, we have a, we have a training programme for people like memory nurses, and the (charity), currently what we’ve been doing is we train people to provide a group for that, which would just be for the person, like yourself, with dementia, so what we’re doing here is we’re thinking, that’s good as far as it goes but it would be nice to have conversations like the one that (facilitator’s name) has with you, so if, if it feels to the people who have been involved such as yourselves that it’s a useful thing, I think what we’d do then would be to try and train other people to do this, so 
CAROL: that’s what I was thinking, yeh. 
Well we always write reports and we always write papers up, but it’s actual trying to make things different on the ground that we want to do. So we train about 60, 70 people a year at the moment. We’d like to train more. 
CAROL: it sounds a lot but it isn’t is it. And I feel for you, it must be…
JOHN: it’s like the people who come to see us, you’re talking about half a day  per person isn't it, by the time they get there, come back, write up what they're doing, you can only see one or two people a day 
I: mm 
CAROL: that's why, like with us, I like going out to see people because we've got the time
I: yeh
CAROL: so if we came to you where you work, or what we could see you there, and then you can just get onto the next one without driving somewhere else
I: exactly. 
CAROL: yeh. 
I: and our hope is that if we, because there aren't that many psychologists, so if we train other people, nurses but also increasingly people in the (dementia charity), volunteers, support workers
CAROL: that would be good [laughs] he knows all about it
I: that's the way we could try and spread good practice
CAROL: laughs, must be quite difficult for you because you're trying to do the best for everyone but it's not always 
I: it's not. You've been very open about it, not everyone feels able to
CAROL: really? Oh. 
I: a lot of people feel like they just don't want to talk about, 
JOHN: don't even want a diagnosis, it's ridiculous. I'd like to know, if someone said 'you've got this' said well and, what's the prognosis (details about family removed for anonymity) Well I don't know, you obviously think the worse, and they may tell you something that's not as bad as the worst but I’m one of these people I want to know, I need to know, because you need to plan, I’m always doing this in my whole life, planning you know, that's the thing. Its someone to help you, to talk to you, and say look this is what you need to be thinking about. 
I: and did (name of facilitator) help with that?
CAROL: yeh
JOHN: yeh yeh. It's, to me, it's like, we were talking about her later at night just think yeh perhaps I ought to .. Perhaps that’s something to think about now, because when it happens it's too late, because then we, my, with your parents, with your dad, it was too late, it was completely too late, he'd gone, it was no good. We were taking it in shifts to stay at the house and things like that because they couldn't be left on their own, left to sort it out. It's funny if someone had cancer they'd be straight away they'd oh we need to do this or do that, but it doesn't happen with dementia or mental illness. If somebody is, I don't know
CAROL: well because there's too many different types, that’s what I thought it was
JOHN: well yeh but I, was it the biggest cause of death of men under 50 is suicide. That's a shocking statistic, not many people know that, the biggest cause of death for men under 50 is mental health, that's a shocking statistic. [Discusses suicide and cancer and closing of hospitals, move toward community care]
... it seems to me there is insufficient funding for... this. Because for me, if I couldn't drive, it would be a nightmare because we wouldn't go anyway, we can't. How do you deal, you can't, things, the whole system's not set up. I bet if you had cancer it would be like, oh yeh someone will come out and get you, 
I: yeh we'll give you a drive to the hospital 
JOHN: yeh we’ll give you a drive, but it just, you just feel to be the, the, because it's a hidden disability. It's a bit like me with the (removed for anonymity)
So you have to, it's like dementia, you have to work your life, you have to change life around 
I: like the cameras, accommodate it
JOHN: it's not there for fun, it's there for a reason, but it's not on now, but there's also a couple of cameras outside so she goes out
I: thought you had one at the front door
JOHN: doorbells [laughs]
I: [discusses cameras and change in availability] - we're able to do those things now, I worked for many years in the nhs and i think many people would really have been, I left 10 years ago to go to the university, but these things weren't around 10 years ago, i think people would have wanted them 
CAROL: yes, make you feel safe
I: [talking about cameras being reassuring and checking if anything happening].. And occasionally get help when things were needed. 
In terms of having (name of facilitator) here, were there things that would have been helpful if she had talked about, but she didn't talk about. Would you for instance have liked more practical advice, or more, things like that? 
JOHN: no I think i found it useful just having a conversation with someone who understood what it was all about. You know, you can read all the books, you can read all the pamphlets, and you can think we yeh perhaps I need to do that, and there are... but things like, things change like your relationship, and that's an important thing cause it's, it has changed, it's not the relationship it used to be. Which is perhaps something that I’m not very happy with, but it is what it is. When you're when you can both drive you can do what you want, the biggest to [wife's name] is the loss of independence.
I: you were saying yeh
JOHN: that's a big step backwards for a lot of people 
I: and that's also having to be more dependent on you?
CAROL: exactly
I: which she doesn't she doesn't 
JOHN: which she doesn't like 
I: indeed yes
JOHN: i'll do the cooking because the dementia's affected the way she solves problems, and the sequencing which is a problem, cos everything takes a different time to cook but it has to be ready at that time, you do it without thinking about, but now she can't do that anymore which is another, another - which isn't too much of a change because I retired before you finished work and i did most of the cooking anyway, so its not a 
CAROL: didn't want to do the ironing [laughs] 
I: indeed 
JOHN: because that's one thing I never liked
CAROL: because I can do that, and the washing and stuff, make the beds, but it took time to do that, to come back to me what i had to do, but it's easier now, but you're learning all the time 
I: some of the things then is just sort of thinking about those changes in a relationship 
CAROL: yeh that's right. It's a lot better than it was because I don't sort of rely on you all the time because I know you're busy. [coughs]. We do get out I must admit. i do like it when we get out, even if it's just to Tesco. But I do. And I speak to all the mums and their babies and stuff like that, he thinks oh my god where’s she gone to? [laughs]
JOHN: we still like going to the cinema
CAROL: yeh love the cinema
JOHN: we've always liked that, we carry on doing it, even though we went last week and we were the only two in the cinema 
CAROL: [laughs] yes it was so funny 
I: sad isn't it 
JOHN: it was in the day [discussing going to the cinema in the daytime]
... I think, one thing that doesn't really get discussed greatly is, we did discuss the relationship with [name of facilitator) but I think its an important thing that people need to understand, that your relationship is going to change. It would change anyway as you get older, but actually it is a bit of a, a job. It's no longer, you're thinking about well are we gonna do this, but we have been on holiday which a little bit of extra planning but it's still possible
CAROL: yeh it was fine, it was good
I: where did you go? 
CAROL: xxx
JOHN: xxx, we've been there before, um we hadn't been there for what 5 years or something with everything going on 
And as we got there they come running out, put their arms round us, and they were absolutely lovely. and because when we got there, there was other people that obviously had it and I was obviously talking to people, that's why i said to you, i, i speak to people. And the lady said to me there's not that many people like to do that because they're scared
I: exactly
CAROL: I said well I’m scared but if I tell people something then they might realise that it's not as bad as
I: it makes it easier yeh
JOHN: but it was useful that you're already been there and remembered it, and you had the photographs and you'd tried it, it may have been different if we'd have gone somewhere completely alien, somewhere completely new but, you remembered where it was and it's fairly quiet, fairly laid back and it's not much, you think well we might go again, you know it's the same place but its familiar you know where you're going and its a break for me in some respects. 
Because everybody says you know the carers themselves, you need a break you know you need to be able to say I need to do something on my own. 
CAROL: yeh i keep telling you that
JOHN: but trouble is it’s you get concerned about leaving them cos you're never quite sure, because... if she has a problem, it's sometimes, sometimes it's difficult for her to deal with
I: particularly in a new place
JOHN: yeh, and if you go to a new place mmmm, it's, we haven’t got to the stage where I’ll give her a tracker 
CAROL: [laughs]
JOHN: But it may come to a point in the end where you have to put a tracker in her pocket 
I: a mobile phone sometimes get used 
JOHN: yeh. but she won't use her mobile.
CAROL: not very good at it
JOHN: She hates mobile phones
CAROL: drives me mad
JOHN so I think that's important the talk... 
I: so that talking about the relationship?
JOHN: the relationship, i think that's important, it's something that perhaps people don't really think about, and it will change, it's gotta change
I: absolutely yeh
JOHN: but it's important. And i don't think enough attention's paid to it. Everybody says, yeh well you can do this. But what about the relationship. The, the the chemistry you know. We've been married 50 years in February innit. 
CAROL: gosh is it[laughs]
JOHN: but you think well what are we gonna do. Trouble is, [sighs], people go on and on, might just do something low key, not OTT, over the top, just family 
[I, CAROL and JOHN: talking about anniversary and getting married]
I: was there anything in what, the discussions with (name of facilitator) that actually wasn't helpful, or which actually, looking back you wish hadn't come up? 
JOHN: no I think it helps to confront, I’m always been one those people that says look, I have a problem with caring, I’ll admit it, I’ll be honest with it, it's difficult for me and it helps to talk to some third party, that, that, that's a difficult part for me and i don't know if its going to get any better or worse, I’m trying but that is the point, you've got relationships and the change in the the.. Most people never really, and the ones I’ve spoken to at the those courses most of them find it extremely difficulty, they don't, lots of people say oh you do it, well yeh it says til death us do part, but actually when you're actually confronted with it, it's not easy
I: so having someone who came and you were able to talk about that part
JOHN: yeh talk about it
CAROL: yeh
JOHN: and, and it's like most things innit, if you, if you talk to someone else about it, it does sometimes can help, you're not alone
I: I think everybody finds it, i never met any body who didn't, maybe sometimes people, the ones i worried about most were when somebody says oh it hasn't changed my life
Because you don't want to change your life actually, you want to... 
CAROL: they're not, .. that's that's why i said, I’m so open
I: they want to ignore it, yeh exactly 
CAROL: because people love to help people. It's just, let people know, because they'll always help you, if anything happens
I: hmm
CAROL: but we're a bit better than we were, because I just couldn't get it in my head what i'm supposed to be doing. As the time went on it's got better. 
I: hmm
CAROL: there's always going to be things that I’ll ask him about or something or other because, I was talking to my self the other day, I thought get a pad, write down what it is you want to tell him but i can't always remember what I read, and speak to him when you can. And that's why I get all done up about it, because I need to stop and get him to speak to me at the same time, where i realise now I need to do it differently 
JOHN: but it's other thing like we've got, you got the dementia clock out there they call it. It's got the date, whether it's morning, afternoon, evening, it's got the day the time. I now put the monthly calendar up on the wall that i need to get another whiteboard for you too, that's a bit small and i can see you peering out there. Because it's an a4 sheet, but it, you can either do it weekly or monthly but you said you want to do a monthly one but it took me as many print out on the A4 sheet a monthly calendar, but it's a bit small 
CAROL: yeh, yeh. I look at it all the time, out there, i must admit
I: that's the important thing 
CAROL: I like it 
I: some people do those things but never use it but actually if you use it that's the thing
CAROL: yeh i like it  [laughs]
JOHN: because that's why I’m always, first thing in the morning i come down, i turn on the emails, then i look at the calendar, what am i supposed to be doing. Because even I don't 
I: and it helps you to be a bit more independent, 
CAROLL exactly
I: so you're not always asking, what are we doing today, what’s coming up what are we doing this afternoon 
CAROL: yeh yeh that's right, if it's put on something that i understand then i won't have to ask him again. And I think that's what’s the problem with me, i felt like i was on my own. When actually I’m not. Now I realise if i wait, i speak to you, i need to start... 
JOHN: well people need to be, you need to be, you need to hold a conversation with people about your your relationship. Things to make life easier for both of you. I remember seeing this person on television, she was a psychiatrist, she was a neurologist sorry, and she had dementia, but she wrote down how to make a cup of tea on a, inside a cupboard, on a sticky, because she couldn't remember how to make a cup of tea 
I: the order of it yeh
CAROL: the order of it yeh i was the same 
I: first you boil the kettle rather than at the end 
CAROL: yeh
JOHN: it might sound a bit silly but actually things like that, like i've got to get you a book with the pictures of all the family and with all the names against it all because she can't remember all the names
CAROL: i've never been good with names, they used to laugh at me at work, no that's not me they'd say [laughs] so i'm not, i'm used to that
JOHN: it's little things like that, where you need people to give you little hints and suggestions, you know, this might help or that might help you know the things that, and the clock, so you don’t have to ask well what’s the date, well it's the…
CAROL: yeh it's there 
JOHN: but then it's silly things like I’m going to have to do something, the microwave she can, she can do the microwave one day and not the other and I can see her looking at it, 
CAROL: yeh it's weird
JOHN: unless you know, you have to push the power button to get the right power and then you have to press the minute button and then you push the start
CAROL: yeh i did it alright this morning 
JOHN: but then one day she can do it and then another day she can’t 
CAROL: it's strange, it's like you do it once and then you lose it, but i know I’m going to do it again the next day 
I: we all get good day and bad days but they're so much more extreme
CAROL: right okay
I: lovely, could i ask you a few other things. i have a few questionnaires here, which we're trying to work out, which i can ask you both to do
[CAROL and JOHN - time spent completing questionnaires, some comments made whilst completing the paper-based measures: ]
JOHN: any help you can get to me is what's required, and no matter where it comes from, i find that, anywhere i can get that 
CAROL: i like that. i like it when people speak to me about stuff and things like that, it's quite good, you learn something, yeh that's right
CAROL: and like you , they tell you what it is and what it means so it helps 
I: i suppose the other thing is, is it feasible, i don't know how long she was here with you is it asking people to do too much or too little? 
JOHN: to me it was nice to talk to someone who doesn't really know who you are, but talks to you from a point of view of gathering information on what you need. i think, and it's really quite handy that she was able to come to us, because you're in your own environment. If you go to some room, well it's a bit sterile, so you think, it's not me, whereas she can then observe what goes on in your home 
CAROL: yes I think that's better
1: so you haven't got all the stuff around you 
JOHN: well it's not a clinical environment, with the (location) memory service, I we went to [place name]t was a community centre, not a hospital, not a university, it was somewhere that anyone can be. Most of this is, I found it really useful, to me, i need sometimes, someone to tell you to look at yourself and say well what exactly are you doing, 
P!: what help do i need? 
JOHN: and someone who doesn't know you can say well perhaps you're not doing that right or she wasn't judgemental and she doesn't sort of tell you, like grandmother to suck eggs, but you can tell that she was pointing us in perhaps directions, that perhaps we should go and i think that that's useful. And it's a subtle way of doing things you could actually cajole people into looking at something, or that perhaps they never thought that they could do, and I think that that was part of the aims of what she was doing, was look, perhaps you need to look at this 
I: so a slightly different way of thinking about it 
JOHN: a slightly different way, because you all end up, all end up going down a road that might not be the right one. 
[completing measures] 
CAROL: yes this works, yes definitely works. 
I: in what way do you think it's better 
CAROL: I think i'm beginning to understand that [husband’s name] is looking after me, i realise that he's doing stuff that i would be doing, that i can't do. 
[doing measures, giving thanks for participation] 
End of interview 
