LivDem Families Follow-up Interview – Family 4
I: Interviewer
GWEN: Person living with dementia
MARTIN: Her husband
I: Its just to find out, how, from your point of view, how that went, and whether its something, you know, how we might improve it, by leaving some things out or asking different sorts of questions. So just a very general question, from your point of view, what was it like to have her here?
MARTIN: she’s the dementia person
GWEN: the one thing about was that she was instantly, instantly, loveable and likeable and can’t talk to somebody you can’t connect with but she was totally connectable. She’s very kind and very patient and that for me, you know s’half the job. It did help me to be more open than I might well have been. So for that I’m grateful. 
I: well that’s a wonderful commendation, thank you
GWEN: she’s absolute, she’s an exceptional human being, you know I’ve become a good judge of character, ive been doing it for a long time and she’s exception, especially for such a young woman, you know, there wasn’t a minutes awkwardness with her
I: good
MARTIN: no she was instantly she looked as if she was at home and we felt as if she was at home
I: someone you could talk to then MARTIN: (talking at same time as I but can’t hear)
MARTIN: she could, let me just say, part of my background, was I used to run a market research company
I: right ok
MARTIN: so to get, to have somebody there who was without, you know, firing lots of questions, but dropping something as it were, on the table and saying could we talk a little bit about this, basically from time to time just dropped something on the table, so great technique, wonderful, it worked (laughs)
I: so you were saying it helped you be more open, you say it worked, what what changed for both of you, if anything? 
GWEN: well the thing about it is I’m quite instinctive about people and I know, in my own sphere, where I would feel wrong with them but she didn’t give you that, not even for a second, you know she sat there, she was peaceable, and not invasive but very very, so easy and gentle so you know from my point of view I didn’t have any instincts about her being the wrong person to be there
1: and you said you think its allowed to be a little bit more open
GWEN: yes it has, I think if she had been, sort of more invasive type of person, I might’ve, well I would’ve clammed up
1: so more invasive, more personal questions
GWEN: well sometimes people, people, they come across as, not necessarily aggressive but forcing I know what I’m doing. She knew, she knows what she’s doing, but she doesn’t give you that impression, she’s just so, its just the sheer gentleness of it
MARTIN: yeh but she knew, she knew what she was asking
GWEN: you could tell she’s highly intelli, intelligent, that was the thing, that’s what came across, I think, her intelligence and her ability to make you feel, actually, you’re worth listening to 
I: gosh that’s so important 
GWEN: its the nub of everything, it’s the nub of everything I think, you know, you know, sometimes I come across people where I think you know, I’m sorry, you know, I can’t I can’t deal with this, because you’re invading my space, she didn’t do any of that, she was absolutely, absolutely stonking 
I: great. Thank you. And from your point of view [husband’s name]?
MARTIN: yeh, um well, obviously from my point of view I couldn’t agree more with [wife’s name]. She was very very good. She um was she certainly knew what she needed to find out, that was all, written down. But she didn’t um, she wasn’t in any way shape or form aggressive in getting the answers
I: she wasn’t
MARTIN: it fished out all the necessary responses from [wife’s name] and I, so, no it was a, it was a lovely experience, you didn’t feel
GWEN: it was, we looked… 
MARTIN: we didn’t, we didn’t feel under any pressure at all… 
GWEN: we actually looked forward to seeing her 
I: that’s that’s important isn't it, rather than being an ordeal where you… 
MARTIN: no, no ordeal, no 
GWEN: and I think that, I think there are a few people who can craft language like that and make you feel comfortable in yourself, there are very few people [mumbles] who can do that, or more often than that lots of people find out about, like footballers they finally become the big I ams it’s not what it’s about, its your talent and ability 
I: and has it made things different for you? 
GWEN: I think so, I think it’s made us more, well certainly me, feel more open. Um and less depressive. 
I: good
GWEN: because depression was chronic at one stage because I thought, this thing occurred in my family as well and I thought oh god I’m such a complete failure you know. I have the, how am I going to cope with this, how can I do I cope, I’ve got lovely friends and what have you but I do find it very difficult to be, um, part of them any more. Because but again I think I’ve got a problem anyway, I think I feel different from people anyway, because I’m oversensitive and extremely self-critical and I was a good roman catholic you see
MARTIN: now she’s a bad roman catholic 
GWEN: good roman catholic. Brilliant child. Absolutely totally obedient. But I felt naughty all the time. So you know, it’s … 
You’re the same the same
Its such a curse isn't it…(removed from anonymity)
GWEN: yes, so I took that decision at an early age. And [husband’s name] had less to do with it. Because he’s not a catholic anyway. So its just a… that’s what was so lovely about her. She was just such a spiritual girl, you know and so kind, and you can’t buy that, you can’t find it. it’s either there or it isn’t
I: oh that’s lovely. Thank you. 
And did you see change as well or did you feel that there was…  
MARTIN: yes, I think I’m, I’m, yes there has been change. Not it’s sort of, on a sort of gradual 
I: sure
MARTIN: how much was down to (facilitator), who knows? But on the other hand it certainly I suspect was beneficial, was beneficial and helped. [wife’s name] suffers partly with the dementia but with depression big time and the ability that [wife’s name] felt to be able to open up completely without any hesitation at all, erm, was a great help to her and lifted some of the black dog, so, you know, to that extent you have to say it was, it was all good news basically. 
I: thank you. And looking back, if you’d, do you feel that it was explained properly to you at the start of things, what would be involved that this would be.. so… 
GWEN: very 
I: so, and it sounds like [facilitator’s name] was soft and gentle about how she raised things but were there sorts of things that were discussed or that she brought up around the dementia? Were they appropriate things to talk about? 
GWEN: I didn’t find anything offensive ever, I really didn’t. I think, there was nothing that I would say upset me at any given time, that I couldn’t have answered the questions, I couldn’t have answered, there wasn’t one I couldn’t have answered 
I: so there was nothing that she asked you that was inappropriate? 
GWEN: no
MARTIN: none whatsoever
I: were there things that she could have talked about that but didn’t talk about 
Pause 
GWEN: I’m not sure. Um. 
MARTIN: sort of, have you stopped beating your wife sort of question [laughs]
GWEN: I’m not sure about that, um, I think because its all so new to us as well 
I: absolutely 
GWEN: it would be very difficult for me to say you know, I, it was so, there was such a lot of interest there and I think it was done so well. If it had been a different personality, a more aggressive personality, I might have found things difficult, but there wasn’t anything, she just was such a gentle soul. 
MARTIN: I will echo that, with um two examples. One of the things [wife’s name] said to her was, ‘I do feel suicidal sometimes’. And that’s something that [wife’s name] would find normally for an outside person 
GWEN: difficult to say 
MARTIN: was very difficult to say
I: goodness yeh
MARTIN: yeh. But she could say that. And [facilitator) followed up with a note, and asked our opinion, and asked her permission, but followed it up with a note to the memory clinic, the GP etc. which elicited a response from both of them 
GWEN: absolutely yes 
I: good good 
GWEN: absolutely, now that was, that that, I appreciated that at the time more than I you know, but I hadn’t held onto it, but I should have done, because it was a, it was um, a massive difference to the way I’ve con? To be treated and the way I’ve asked to be treated. And for more knowledge from the doctors and what can I do about this. Because when I die I would like to be used as a 
I: oh
GWEN: yeh 
I: mmm 
GWEN: um, so they can find out what goes on in there. 
I: mmm 
GWEN: And that is frightening. But its also, I think, I just hope I’m completely dead. And I hope to, I don’t know, somebody finds something, because its a very unpleasant thing. And it’s in my family. 
I: mm 
MARTIN: there’s other, there’s other, possibly linked thing. Over the last many years [wife’s name] had quite a lot of counselling as have I, with a trained counsellor, right, it’s interesting talking to [wife’s name] about it, [wife’s name] said, despite all the years of this trained counsellor, [clinicians’ name]s approach elicited far far more out of her 
GWEN: yes
MARTIN: than the many sessions with the trained, trained counsellor. In that she felt able to say all sorts of things that you know were there but were never considered in all the counselling she’d had previously. 
GWEN: yes she wasn’t invasive. 
I: and it sounds like you took a risk with being that open with her
GWEN: I took a hell of a risk… 
I: about how you were feeling. And actually that that’s been passed on and people have heard it and listened to it. and there’s been a difference. so well done. It’s nice that you could… 
GWEN: it, it actually actually, it pushed me forward in a way that I thought I wouldn’t be able, because you’re stuck in this hole, this black hole of, of, where do I go from here and who am I? Um, it actually gave me an opportunity to look at it from a different point of view that, you know, I’m entitled to feel like this. And this girl gave me a chance to find a way out. And you know, that’s a real blessing. That is a real blessing. And I will never forget her. Even with this I won’t forget her [laughs]
MARTIN and I: gently laughs. 
I: good good thank you. 
MARTIN: go on… you know it’s fine.. 
GWEN: there’s something I’d like you to take with you for her I’ve got a book. 
MARTIN: as with dementia, which you’re very familiar with, [wife’s name]s problem is short term memory 
[GWEN brings a book to give to Interviewer , for Interviewer to give to [facilitators name] for her baby. 
GWEN and Interviewer discuss book content. 
MARTIN: the one thing in terms of content I would say, [facilitator’s name] asked all the right. I would say we covered quite a lot of ground more than once. Is that fair? 
GWEN: yes
MARTIN: and I suspect, that is part of the technique I guess. But we kind of covered how you felt in certain situations, from 3 or 4 different angles, I would say, is that fair? 
GWEN: yes but on the other hand, you know, it’s such, all of it, I suspect you need to be sure you’ve got to the nub of a matter. I don’t know who writes the questions, or who does that. To be sure you’ve got the right answer. It’s like sometimes, we all go over something, can I make sure about this. So I didn’t find that invasive… 
MARTIN: oh I don’t think I found it invasive, it was just slightly 
I: just slightly, yes, so perhaps in that sense, it was er, across 4 sessions, perhaps fewer sessions it might have been one way to think about that
MARTIN: my own view, don’t get me wrong, we enjoyed the sessions, yes
GWEN: yes we did look forward to her
MARTIN: but in terms of the areas she covered, perhaps one less would have been 
I: three? Well that’s exactly what I’m here to find out, those sorts of things. thank you. One of the other kinds of things to think about is who, this is an intervention that we would think we’d be teaching to people who are in memory clinics and possibly charities, and it’s just trying to think well who will they use it with? All the people they see. Do you have sense of who, what, who would get most out of this, or who, what, conversely who we shouldn’t be trying to do this with? 
GWEN: what you mean this questionnaire? 
I: yes, these sorts of questions, this sort of.. 
GWEN: I think, certainly because he’s the one with the intelligence I think
MARTIN: well this is not true 
I: well yes, ok
GWEN: I think that for, somebody who’s questioning the situation, especially one as serious as this. I think it was very important to do what you did. To send this out. Um, because um there are things I wouldn’t have known or wouldn’t have thought about had you not, had she not come and seen us. There’s no doubt about that. 
I: my impression is that.. some couples are more resilient or more able to talk about this because this is such a difficult thing to talk about. Just trying to just think, is that something that everyone should be doing, or actually whether maybe there are some families some couples where this actually this is not the thing to do 
MARTIN: I think there are certainly a couple of situations I would think that would be one difficult and two not terribly rewarding, one is the, the state of dementia in [wife’s name], if I compare it to other people I have seen you know with dementia, I would say, that [wife’s name]s stage of dementia is not very advanced from a mental point of view, she is very lucid. She is very analytical. She is a good talker. She can put things into pictures for people. I suspect that if you had a patient and indeed a partner of a patient who was less able to do that, you would, you would get less out of it and they would get less out it. 
GWEN: more reticent
I: yes more reticent
GWEN: yes 
I: so you’ve got to have a certain verbal ability to think 
GWEN: well I’m a talker anyway [describes heritage],.. 
I like to be understood and I like to understand. An di think you’ve got to have that to be able to learn anything. Anything at all. And that, you know, that applied to whoever you come across in life. And I just think that she was absolutely perfect for what she did. 
MARTIN: the other situation where I’m not sure if you would get so much out, is if within the family situation er there was antag, you know substantial antagonism. I just think that not only would the process be difficult, but it might leave a legacy behind which would be difficult to undo so to speak. 
I: yes
GWEN: and I think that my thing about that is she is such a sweet soul and gentle, well you wouldn’t want to put her in that position that was untenable 
I: if there was that conflict 
GWEN: if someone was in a very bad state, um, that, um, she’s pregnant as well you know and such a sweet soul, you wouldn’t want to put somebody in that situation if it was at all upsetting. And I’m sure she’s as strong as an ox. I’m sure she’s got the mind of 10 men and more. But I would want to protect her.  
MARTIN: all I would say is that yes [wife’s name] is absolutely right, but the vast majority of people with dementia, Alzheimers or whatever, would not sense the same sense as you sense 
GWEN: no but when you’re conditioned as a chid to observe and listen and be wi.. this attitude towards us as children during the height of the catholic domination, was such that it made me timid in a lot of ways. And I’ve had to, it’s only because of you really, I’ve had to overcome that in order, because Catholic protestant household… 
[speaking about mother’s beliefs and experiences with nuns in childhood, discussing spirituality]. 
I: very important when we’re thinking about who might be the right people to deliver this
MARTIN: yes
I: that there’s that sort of, spirituality is a nice word, it captures something very important 
GWEN: it is very very important 
I: okay yes. The other thing is, just again trying to think how this should be delivered. It might sound a silly question, but obviously we came to your home. 
GWEN: yes
I: and again, sometimes that works really well and other times, you could use the word invasive.. 
GWEN: she wasn’t
I: so that was, would you have, if you could have say gone to the GP or primary care, would that have been a better way to have done things
GWEN: well there’s a clinic opposite, you know, the Alzheimer’s clinic opposite, if she’d been, if she’d been a different character, and and, more authoritative, then you might say I don’t feel comfortable with this, you might say, you know, I couldn’t go on, but on from her point of view there was none of that, I was just very fortunate to have her. Just very fortunate to have her I think. A lot of other people who are, I am a speedy judge, 
I: would it have made any difference if it was in the clinic or.. 
GWEN: it wouldn’t have
I: it wouldn’t have from your point of view 
GWEN: no it wouldn’t have made any difference, it was just you know, um, it’s slightly more clinical I would think probably that’s what it is. You need a couple of comfy chairs and a bunch of flowers somewhere just to give it some kind of ambience. But apart from that I don’t think either would have mattered. 
MARTIN: I would add to that is, um, on a general basis rather than [facilitators name] specifically, I would have thought you would have got out and the recipient’s would have got out more if it was in their home. 
I: so that works better here 
GWEN: yes, yes
MARTIN: yes. Because occasionally it would work the other way because if you were in somebody’s home and they were defensive in some how about their home then they might be defensive in what they’re saying, but I think it’s more likely the other way round 
I: so it was better to be here 
GWEN: in a, in a familiar surrounding 
I: yes people feel more safer, more secure and more in control of things if it’s in your own home as well, that’s important 
GWEN: yes less clinical 
I: well indeed. 
[discussing questionnaires]…. 
End of Interview 





