LivDem families follow up interview, family 5
I: Interviewer
ANTONIO: person with dementia
RACHEL: wife of person with dementia

I: Just thinking about your meetings with (names of two facilitators), just what your thoughts were about taking part in the course, I know you did the group as well, but this was the 1:1 meetings and just how you found them really, how did you find it?
ANTONIO: shall I start? 
I: yes do. 
ANTONIO: as far as the girls are concerned they've been you know very good, and er, very I would say very switched on on everything that they decided that was useful us, and so um I found it amazing to be honest, because I’d worked with them before and before we done everything else that we have done with them and um, it was a pleasure to have someone like that, you know, you don’t get that sort of service if you can call it like that all the time you know and it’s good that we’ve been invited to have a chat with you as well.
I: when you say they were switched on, what sort of things do you mean? 
ANTONIO: They for instance without us, or at least me telling them or asking them stuff, they were so intelligent that they do it on the spot if they can and most of the time they did and to me that was really good, you know it was like er, almost being um, well I don’t want to use the words, almost been taken by the hands from them, because it's not true, but if you see what I mean, you know, it's that sort of way of dealing with people and that was excellent and I really had a lot of time for both of them to be honest.
I: That’s lovely to hear. You were saying about, taken by the hand, was there any particular examples of things that they did that you could think of? 
ANTONIO: yes there was one or two not many but if I didn't understand something because of what I have or even before because of the accent I have I know people may not understand what I’m saying, stuff like that, they were always very clever about it, they wouldn't, they would help you rather than you know, that, you know, I don't know the best way to explain it is but um I don't know what do you think [to wife] because you've been in touch with them as well...
RACHEL: I think you enjoyed, we enjoyed the way they listened, you know it was very obviously very patient and also very understanding you know why you had difficulties expressing himself, they could kind of anticipate sometimes what he wanted to do and you know, but you know they were very patient and very good listeners. You know, we felt it was very good for us to talk things through because obviously you know we live together but there are sort of topics about you know what we're going through that we wouldn't discuss normally. So it's good having those prompts, those topics each week and then having them to sort of you know take us through them. Um, so they were a good sounding board from that point of view i think you know.
ANTONIO: absolutely
RACHEL: It was good and I think you know you enjoyed expressing your feelings and your fears, and so did i to be honest. And I think we were even a bit more honest with each other than we normally are,
ANTONIO: yes
RACHEL: because obviously you know we have to function and go forward, um as best we can but you know we don't often sort of stop and explore how we're feeling in an honest way that doesn’t kind of end up in bickering or, upset or, so you know they were very good mediators from that point of view as well. It was all very good you know but I think you know for me to be able to express feelings, and put things into words was really important and I think this was a nice follow up from the previous one
I: was that from the group? 
RACHEL: yes. yes. Which I thoroughly enjoyed because I was with other carers, I thought it was fantastic too I have to say, it was obviously the first time for me. This is very new to us and I expect to most people. So it was very good to share experiences and in fact we've sort of set up a group with the other carers. We keep in touch. But this was a nice follow up because obviously it was sort of more tailored to us, we had more time to explore things honestly that you wouldn't want to share maybe in a group setting, so. It was good. it was good. 
The sessions felt sort of, er, long enough, it wasn't a short brief thing you know, we had the time to get through things. At a nice pace and I don't know if there was time limits, but we were never made aware there was a time limits, so I know for a fact that some sessions were a bit longer than others so they kind of played it by ear which is really nice.so yeh in a nutshell. So that's good. 
ANTONIO: Thats what happened yeh. 
I: you were saying um, you were saying there were somethings you might not talk about in daily life because you're just trying to get on with things, could you say what sort of things that might be, what sort of topics that may be hard to talk about that were maybe a bit easier here? 
RACHEL: fears about the future, which are plenty as you can imagine, so you know they were addressed here because, I can't remember the topics of each week but you know they did come up um, so and I think it's, we kind of sort of talked about them openly and that's something we never do, we never do because I think it would be too overwhelming, you have to get on with life, so we never talk about the future, sometimes you know I’m kept awake by fears, but you know, it's we also enjoy the good moments, the good things, for ourselves, creative moments and enjoy life as much as we can, but obviously there is so much that is left unsaid because I think as ive said otherwise it would be overwhelming. 
ANTONIO: i think i have enjoyed it a little bit more than my wife because she is always thinking you know, I need to get for my own this that and that and i have tried to tell them that um, lets not worry too much about it because we are [x] age compare with other people, we are the sort of people that, and I still see some of them because I go to other places to do some studies, memory club and stuff like that, and the fact that you know i can go whenever i go without any fears, i don't feel anything and i you know i go to this memory people that um, one of the guys, i don't know whether you know them but they are very good, um, his name is x, he's very very very good and doing this stuff that the girls were doing, it was so coordinated that, it meant to me, it meant to me meant a lot because he didn't make me feel oh now what do I do, so i know what the girls were doing and i also know what [staff name] is doing as well. [staff name] for me is one of the best persons in there as well. 
I: is that a memory... 
RACHEL: memory club, X attends twice per week, weds and friday, and the person who called, who facilitates is called [staff name]. [husband’s name] is a great admirer of [staff name]. He loves [staff name]. 
RACHEL: his name came up a lot in these sessions (laughs)
ANTONIO: you have to, if people are good you have to,
RACHEL: yes, of course, you have to give them due credit. You know, we both enjoyed it. Equally with different things we both enjoyed it.  It was almost you know the highlight of the week you know, one of the highlights of the week being able to you know sit down, stop everything you know me not thinking what to do next, because obviously now it's down to me and just sitting down and you know being listened to, and you know, listened to [husband’s name] as well, his concerns, it was good. 
I: I realise some of these q might be quite repetitive but its just to get us to try and keep thinking if that's okay, the next question is: do you think it was useful to you as a couple, together, I mean you probably get different things from it, but do you think it's helped you as a couple? 
ANTONIO: I think would be best [ANTONIO and RACHEL: deciding who will talk]... I can say that, it took not a long time before we adapted to it, i know x is a bit concerned about other thigs, like looking after me for instance, and sometimes, you know, most of the time, i just say look don't worry too much about it, it's what I’m doing away, I’m repeating myself before, i do a lot of cycling for instance, and i you know, did a big ride the other day. She's not worried about it anymore because she knows she's seen what I do, when i do make my cycling and stuff like that you know. It's something, I don' t know how long we've now been going there, how long have we been doing, um all the sessions that we do, with the cycling and everything else. A very long time basically, and X doesn't worry as she knows it, that's good. My concern is that there are other people who would say why you cycling you know, well I’m cycling because I can do it, and I’m cycling because don't expose anyone into any, I have friends who come with me, I don't put anyone at risk or stuff like that you know. Its the thing that I do you know, that’s what i do, cycling. perhaps it's not as, well I’m sure it's not as dangerous as other things you know, but just in case you know I have people, make people aware about it, for instance the girls here knew what i was doing and never said anything about it. It's good to discuss as well. In my case, probably you know even that, but I know that some people want to do it, but don't feel like it, okay fine, if you don't want to do it, don't it. 
I: do you mean that they don't feel like discussing it? 
ANTONIO: no, they don't feel like doing what I do, cycling... 
I: was that something you talked about in your sessions, keeping safe and things like that? 
RACHEL: I have, I have, made them aware of it and they, all of the people I have met, have said there's nothing that stop you or anything like that. I used to drive a car and as soon as my wife said I don't feel comfortable, everything went, you know, all the driving and everything, and that has worked quite well hasn't it 
I: yes
ANTONIO: we hope that it carries on like that, and i don't see why not, but, you know.
RACHEL: i think that it was good for us as a couple actually
 [I: do you, okay]...
RACHEL: because of the reasons I’ve said, you know, being able to discuss things in a safe environment but quite openly in a way that we wouldn't at home normally because you know you just don't address those things and because you know life is busy and you’re sort of, so from that point of view there was a sense of heightened awareness of, very aware of the situation, but even more so because we were sort of discussing it very openly. As a couple. So there was a sense of cohesion if I can say that between us, which is there all the time but it's unsaid in a way you know. In that, this is the situation we are facing as a couple. And that was sort of very evident. because it was a programme for both of us. Both of us could express our views, fears, feelings etc. 
So from that point of view I felt it was good. 
I: So it's quite different from the group isn't it, because in the group, the group brings lots of good things, but they are separate aren't they, whereas this is together? [RACHEL: yes, yes] Great that’s good
I: Maybe i could, [wife’s name] was saying [husband’s name], that this felt quite different to going to the carer group for you, was there any differences  you noticed was different between this and going to the group because you went to the group didn't you? And it was quite a while ago, so a bit of a tricky question
ANTONIO: no, not really,
I: no, similar sorts of things
ANTONIO: similar things, its good that um, well the girls are not here now anymore and I don't know what is going to be happen with that, but even if they want, if that mission has finished, i think so far we are managing
RACHEL: I’ll come back to the question, I don't know if I’ve misunderstood, the differences between the course we did before Christmas [I: quite a while ago] with the group, the people you met, remember. And this one that we've just done with (names of facilitators) 
ANTONIO: well they have different ways of doing things, but it's difficult, if it wasn't good i shout, but I haven't you know, so... 
RACHEL: I would say from the feedback from the sessions, you maybe enjoyed it a bit more, you found it more relevant, if I may say... 
RACHEL: this
ANTONIO: this one that we've done with (names of facilitators), just the 2 of us, compared to the one we did before Christmas, I was with the carers the other ladies, you were with you know
I: might have been in that room there
ANTONIO: i wasn't there
RACHEL: yes you were there, with (facilitators), they also facilitated that group, remember?
ANTONIO: yes
RACHEL: you got a fair amount of benefit from that programme, but from your feedback and after these sessions and the things you've said to me, i think you've enjoyed this one more
ANTONIO: mmm 
RACHEL: you found it more relevant 
RACHEL: mmm 
RACHEL: also, you haven't had to share the space, it was easier to express yourself here in this smaller setting
ANTONIO: absolutely 
RACHEL: yes yes i think so, this one has been more beneficial, although the other one was good sort of prep as well 
I: interesting, so it kind of gets you ready, gets you talking a little bit
ANTONIO: oh it does, very, it's something we're still doing it, well i suppose at home now, but its 
RACHEL: not the same 
ANTONIO: no, not the same
I: that’s interesting you're saying that though, do you think some of the conversations you started here you then continued at home a little bit? 
ANTONIO: we did more than a little bit 
RACHEL I think i er, 
ANTONIO: we did for a while
RACHEL: we still, cause [husband’s name] is still reluctant for us to get help, and i am doing everything, plus working full time. I think I’ve been able to sort of address that topic, bring it up more honestly because it did come up here. 
ANTONIO: it did come up from you , the girls
RACHEL: yes as a result
ANTONIO: you got to respect also what I feel. Basically I haven't told anyone in my family apart form one member and i don't want to. Why do I need to tell my father who is a very old guy. Why do I want to put him at risk like that? And there are other reasons, that's not the only one, my brother, my sister, relationship is good as it is at the moment, so why do I need to bother them with what I have, when in reality when you look at what other people have and all the people who have been here, I think blimey you know, I am quite well off, I probably don't have anything, I know I have something but you know. Thats the thing, that sort of people that I met here and I have met since and its always the same you know, um, I go out with um a perception of everything is hunky dory and I go, and sometimes you know I think, perhaps I should push it more, even with people who are working here but then I thought why should I do that I don't, if there is something that, she will say, you know, there is something wrong here and let’s try to do something else, get something else, try to get my brother my sister 
RACHEL: I wasn't talking about sort of revealing, sort of sharing with your brother, or your family member, you have, that’s a different topic, no i was thinking about, you know, making sure that when I work you are supported. That is my main concern. 
ANTONIO: she worries a bit about it
RACHEL: of course, um, so, now I’m sort of marking essays and exams
ANTONIO: sorry, but surely by now, you realise I know that you still worry, it has been a while since we've been doing this you know. Unless something really bad happens now, I’m not feeling anything you know. 
RACHEL: but, I worry about his week not having structure when I’m not there. So he goes to his memory group twice a week for a couple of hours. Now the weather’s nice he's cycling 3 times per week with his friends, and that's fantastic but you know, come the autumn it will be different and you know, I have to go back...
ANTONIO: I knew it was coming... 
RACHEL: and he obviously he doesn't have anything to do and I worry
ANTONIO: i have things, but it is true, but you know, don't worry every single day. I i know she is very loyal to me
I: it sounds like she really cares
ANTONIO: a lot and er, I’m grateful, don't get me wrong, we don't fight about this, first sof all because she's still doing a lot of it anyway. And when I get home, this is something we discussed you know, there are things, there are ways that we can sometimes, and we have done that, you know [wife's name] comes home and is tired, we just go out and do or eat something. We try to accommodate as much as we can. And um, I don't have any issues with that. Any more you want to say about it. 
RACHEL: well that’s the other thing, it's your you know, having [husband's name], first of all safe and then stimulated because you know there are days that i am busy and he might be by himself, 6 7 hours at most, you know between 6 7 hours some day, it depends on my timetable, 
ANTONIO: every day, every single day
RACHEL: and um he despite what he's saying, other than the bicycle or his group he does nothing and thats just not goood for him. And thats the next hurdle for me, to get him to see that we need more groups, more activities, more support, aso because i'm not sort of I don't want to say breaking point, because i'm not there yet, but i'm kind of heading that way because of you know working full time and doing everything else, it's a lot for any human being, it's a lot, and the constant worry and you know, stress about him being okay and looked after, and if i'm at work and i know that he's not doing very much, you know it doesn't feel right, it's worrying for me.
ANTONIO: well if you are at work you wouldn't realise what i'm doing or antyhing like that, I mean i don't agree with always, i always make the most, i mean obviously if it's raining there's nothing i can do about it, but you know, if i can go out, which i do a lot aswell, i don't see why you need to worry all the time, especially when nothing is happening all the time in terms of you know, nothing has happening to me
I:it sounds like.... 
ANTONIO: it's happening to her though because i's obviously bothering her a lot
I: it sounds like you’re having to have this conversations  and that feels really important so that you know what each other, what page each other are on isn't it, and like you say planning for the future, when it's not summer any more any things are changing. That makes sense. 
Okay so, i'm going to ask a little more about the meetings with (facilitators names), the more practicalities almost. Do you feel like it was explained clearly at the start what you were going to be doing with them in the sessions, did it feel like it was explained properly? 
ANTONIO: with them who
I: with (facilitators), so when you came to meet them did you feel like you knew what you were signing up to? 
ANTONIO: yes
ANTONIO: it was you know excellent, yes really good, yes
I: if someone else was going to take part, how do you think you could explain to them what's going to happ3n, what sort of things it might be about, tricky question
ANTONIO: I don't understand what you're trying to tell me with that
I; so if we had another couple, or a family who were going  to take part, how might we explain what you were doing with (facilitators)? Tricky
ANTONIO: (laughs) ... I don't think we have done anything else
RACHEL: it was explained clearly enough, i don't think anything needs changing, i think you know we've had sessions in which we've been able to explore relevant topics to us, and our situation, in a safe space, with two professional people who were very understanding and who listened really well and it's been good in terms of making us reflect, have honest conversations. yes, i think, that's what it is essentially. 
I: were there, for (facilitators) we give them a manual where they follow and there's questions they ask you, things like that, do you think the sort of topics they were tackling about made sense for you as a couple? were they the sorts of things that were happening for you?
ANTONIO: absolutely, they helped us quite a bit with certain uh, the last time it was the tips they gave us, it was really really good, the last time.
I: what sort of tips were they, 
remind me what they were... 
ANTONIO: um, they were... 
RACHEL: some practical information, for instance, things we're entitled to, like for instance PIP, so since then we're going to apply for, there is so much information out there and you can try to keep on top of it, and it's way too much and there aren't enough hours in the day for me, but you know, things like that, things we could claim, like the blue badge for the car, the mobility scheme. um, Groups we could join, like DEEP. Um, and since then again i've checked the website, they have a very useful manual you know, and i've downloaded it, so they gave us practical tips because we were interested, i mean we, things that had come up, queries we had, they said you know they'd look into them. Because we had a two week gap between the penultimate session and the last one, it was easter and one week we were away, so that was really nice because we had a break and then we came back for the final session and they had the time to do a bit of research on practical things. But otherwise, apart from the last session, the other topics were relevant and one session, we did look at the future, but also one session when we went thought the fun activities that we do, the people that are in our social circle, family, support that we have. Things like that that brought things to the fore really, you know thinking about the friends we have that we can count on, and so on and so forth, so I can’t remember any more just topics. Every week was very relevant to be honest, it was never a waste of time for us. It was nice to have space to chat. 
I: you said about pip and taking that forward, was there anything else that you particularly started doing or tried to do more of or anything that you changed after having those conversations? 
ANTONIO: you did most of the... 
RACHEL: we have the form, you know, big thing, which we have, I have to fill in the form, and i thought when they mentioned the mobility scheme and the blue badge, and you know i knew about the discount for the council tax, which would be really handy, so that's how it all started i think. So when we thing that we may, I mean [husband's name] was diagnosed in feb 2023 and there was so many things we weren't aware of because you know it was obviously new to us and also because we are not from this country you know so maybe we're sort of on the back foot as well in a way. And so as a result i'm thinking you know there are things were entitled to and you know we're simply not aware. So, when It comes to, I have to explore more, but when it comes to getting support or help i should go through those avenues. 
I: that makes sense. Okay. was there anything in particular you wish you'd spent more time talking about or did it feel the right sort of balance and things? 
ANTONIO: more about...?
I: more you wished you'd talked about more, that you felt like you couldn't talk about?
ANTONIO: I don't think so, was there anything else? 
RACHEL: no i think it was in remit because it wasn't counselling and I get that, but you know sort of, so that's fine. It was very good as it was but in terms of my needs maybe delving more into um feelings and sort of touch base with how I am. And I think you know there was a little bit of that but not enough. And saying that I realise that it wasn't counselling and that wasn't the purpose. 
I: but there's a balance there isn't there and I think before we do anything how are we both today is a really important question isn't it. How are you, how are you? 
RACHEL: and also how sincere you can be 
I: true, there's got to be the space and time for it as well. Absolutely. 
I: do you think there could have been more exploration of support for you after this?
RACHEL: I think so, that would be important 
ANTONIO: haven't had that
RACHEL: no i haven't had that, no. I think some sort of counselling would be good. 
I: that makes sense. okay, what would you say maybe, because it sounds like it went pretty well, but was there anything that wasn't helpful, or what was the least helpful part of the meetings or the sessions? 
ANTONIO: I don’t have anything. i think being supported also by what [memory café staff’s name] is doing a well, and what these girls did, i mean they compensated a lot, i mean, i got a lot of time for both of them. So unless there is something else that comes out, unless they say you know we have a remedy for you and don't worry about it, I can't see anything you know to be honest. That's the only thing that I can say, a stupid thing, because it's not going to happen like that. I am content with it. 
RACHEL: i dont think that there’s anything that i can suggest either that was less relevant or we'd change. 
I: I think you're right, it's that balance in your life, you need spaces where you come and just talk, but you also need places where you meet your friends and  chat, i don't know whatever you like doing in your memory group, you need all those different things in your life don’t you.
ANTONIO: i do definitely
I: so this a tricky question, so if you're thinking about who we might offer this to, which couples and families would most benefit do you think, who do you thik this would be really good for? Do you have any ideas?
RACHEL: for families, the other people that were here, 
I: just anyone, so if in future we were able to offer this to more people, who do you think this would be really good for, who do you think would benefit from it? 
RACHEL: good question, i never thought that (laughs)
RACHEL: i think it would have to be, i mean you know couples is very good, um, for people with dementia who are not too far into the illness because you know, obviously [husband's name] benefited greatly from the sessions because he's at an early stage, but obviously, if the person is at an early stage, fine, but if you are very far into, it may not be as beneficial. I mean i don't know if that's a good ans
I: it makes sense's a good answer., you need to be able to still talk the way you're talking M about what’s going on for you, all those things, and share that
RACHEL: yes because it's talking, not therapy again, but talking 'therapy' in inverted commas
I: these words, we're coming and we're talking aren't we, that's the main thing you do when you meet with (facilitators), you talk about things
ANTONIO: yeh
I: And is there anyone you think, yes maybe further along that dementia journey, but is there anyone in particular you think it really wouldn’t be a good idea for
ANTONIO: for some other people or for us? 
I: for anyone you think just wouldn't be the right thing for? 
ANTONIO: I mean, we know people, but i don't know if good to say. 
RACHEL: no you don't have to name anybody, in general terms, um - i suppose you have to have a good relationship. If it's um daughter and father or a couple or whatever you know, because there is you know a degree of sincerity as well and honesty as well, otherwise um so you have to make sure that you know we can, both parties can sort of hear each other and listen to each other, and then it won't have any repercussions, so that's important that you know there is a good relationship, you know, and I think we were honest, but you know we didn't take it outside and I think you'd have to make sure that that is the case, i mean i don't know how you make sure that that is the case but obviously you know, i think it requires that kind of you know honest, good relationship between the two parties. If you can open up and be honest and maybe say things that the other person is not aware of but that's what you're feeling or you’re thinking, that it won't be sort of held against you or anything like that, you know, resulting arguing or bickering you know
I: you want that underlying relationship to be good don't you 
RACHEL: yes
I: and it seems that you have that 
RACHEL: yes I think if you do this as a couple or two people you need that. 
I: just to go back to a minute ago, you were saying something about it being sincere when people ask you how you are, could you say a bit more about that, what you were thinking there
RACHEL: when i talked about you know, your question was regarding whether i would add anything, whether there was anything missing, and I felt that in terms, we addressed topics, and the topics of the, the aspect of feelings, fears etc did come up, but it come up not in a direct way and i think that sometimes as a carer, and i think that this was the case in the group before Christmas but obviously it wasn't a 1:1 but it was still helpful. To sort of delve into that a bit more, how can you support more the other person, so even though it wasn't counselling, there was an element, slight element of that and I think personally you know i would have benefited from going a bit deeper, i realise it wasn't appropriate, because it wasn't just me, it was both of us and it wasn't the aim of the sessions, but i think, there is a limit to what you can say, and you have to sort of put a positive spin on things and so... 
ANTONIO: sorry why do you think there is a limit? 
RACHEL: because you know it's not a session about myself or my feelings, you know, we're talking about other things as well, so it's not that I can say, you know, talk about me all the time 
ANTONIO: you don’t do anyway, so i don't understand 
RACHEL: that's what i meant, that's what i meant
I; it's really finding those spaces in life is really hard isn't it, we all really need them don't we, but finding places to go and do that is really hard
RACHEL: it is, it is
I: it's interesting what you're saying , as soon as you're in a meeting where there's two of you, you share the space don't you, which is natural, and you're thinking more about you as a couple aren't you, but then maybe it's less just about you [husband’s name] or just about you [wife’s name], so it has benefits but it also has things that you then miss, don't you, 
RACHEL: that's right, so that's what I meant, you know it's the shared space, that's perfect. 
I: is here anything else you wanted to say today about the sessions with (facilitators), Liv-Dem families session as we call them? Is there anything else you wanted to share or tell us? 
RACHEL: yes are they coming back? 
I: they are here today, I think they might be meeting other people today, they're still here. We are coming towards the end of the research now. 
RACHEL: so it was just a pilot right? 
I: [describing next steps of research project]
I: something to ask you is would you like to know the outcomes of the research?
ANTONIO: yes, I would love to hear the results... 
RACHEL: yes
RACHEL: are there any plans for further developments? I know this one’s being tested so it’s early days.
I: we hope to spread it more widely [discussion re: next steps of research project]
RACHEL: we found it so beneficial at this point in our journey that maybe sort of further down the line, something which is also sort of appropriate for the point in the journey where we are at. I don't know what sort of shape it would take, but these kind of talking sessions that we have had, having with you now are beneficial. Maybe different topics, different approach, but further down the journey 
ANTONIO: and maybe the people as well 
I: yes you might end up with different people 
RACHEL: yes of course
ANTONIO: some of the people were reluctant, not the girls, there were people that when they came in they didn't want to carry on with it, 
I: and that's the thing, it's not for everyone, some people don't want to talk about things, that's not their way 
ANTONIO: they will continue to do what they have to do 
[ANTONIO & RACHEL: discussing particular participants who didn't keep coming to the group]
End of interview 

 

