LivDem Families – Family 2 – Follow-up interview
PENNY – person living with dementia
BILL – husband of PENNY
JAKE – son of PENNY and BILL
I1 – interviewer

I1 – what was it like meeting with (name of facilitator)?
PENNY – brilliant, I enjoyed it, like going back to school, learning geography or history or whatever
I1 – so that was a bit like you were saying you went to a group centre, but what was it like with (name of facilitator) coming here, was that the same?
PENNY – no it wasn’t the same with (name of facilitator) was it, it wasn’t (name of facilitator) who came here, was it?, (BILL and JAKE saying ‘yes’) well there must have been two because that wasn’t the one I had at the 
BILL – oh no not at (local place name), (name of facilitator) came here 
PENNY – she was really good and I enjoyed her company and the chat as well as doing whatever she wanted me to do
I1 – and can you remember anything about the sorts of things she asked you to do? Or the two of, or three of you?
PENNY – no I can’t now
JAKE (phone rings?) – that was xxx, I’ll tell him I’ll call him back
BILL – can remember anything of what (name of facilitator) asked us to do?
JAKE – well just communicate and report back to you about what we, you know, thought of her, she was exemplary I thought
BILL – it was how we were managing and how was PENNY, PENNY’s is not bad, its very good really, alright the concentration goes a bit but um, this other thing is
I1 – the osteoperosis
JAKE – the last 2 days, mum’s been quite bad, I’ve had to wheel her round everywhere, which we haven’t had to do in the past, so…the joys of getting decrepit
BILL – it’s the golden age
PENNY – there’s nothing golden about it
BILL – well what can we say about (name of facilitator), she was very pleasant, getting bigger all the time (referring to pregnancy) (group laughing gently), when she came first time I said I’m sure she’s pregnant, then she came again, it was obvious
I1 – I’ve got some other things, generally as a family, has it been useful for you, the sessions, would you say?
JAKE – its kinda recognition that things happen as time progresses, just have to be prepared for it, have somebody come in and ask you questions, it acknowledges, that sort of, we’re all going through that moment, rather than just my mum 
I1 – people say when you meet somebody with dementia, its not just one person, it’s a whole family who is affected by it. And do think its led to any changes for you in how you do think about or talk about things?
JAKE – um there is less social stigma about it, I think, and that’s from discussing it with (name of facilitator), I think, just being open, that’s been a great help
I1 – good good
BILL – for the moment, I don’t know for how long because, it’s the physical aspect of still getting there, but at the moment PENNY still plays the organ at the church and xxx comes down, female, and helps PENNY choose the hymns and when xxx comes its quite a social event isn’t it, she comes for about an hour and a half and she chats, so that um, our, we’re restricted now either by because of memory loss, because of dement.. uh, osterperosis, we feel that if PENNY falls, one of us has to be here, and this could be blurring your situation a bit, because at the moment we’re full on with the physical side and carers are calling this afternoon and we’ve had to call the district nurse this morning and so its its not easy, 
I1 – no
BILL – so I’m afraid that’s in the forefront of our minds at the moment
I1 – well I appreciate that’s going to 
BILL – so I think the best thing we can do, is you ask the questions and we’ll try and answer them
I1 – I suppose the general things we’re trying to think about is whether this is something that would be useful for other families as well, whether there are things that might make it better, so its that sort of thing, and whether its something to take forward really
JAKE – yeh it depends on the severity of the dementia I think because mum it was quite mild but at one stage, you thought I was stealing stuff, and that was difficult to address, but one I wasn’t but mum was convinced she’d seen me and her mind she was absolutely convinced and that was very difficult, and to discuss that was quite difficult, and for other families that might be the situation and sometimes if the person questioning were to be aware that that could be a moment of discomfort for quite a few people that’s a good one to take on to..
I1 – would it be something to avoid?
JAKE – well it could be, before you start questioning, how are things? What’s the level of the dementia at this moment, I think I gave (name of facilitator) a call to say, this was early onset dementia. In saying that, since then, mum’s been absolutely brilliant, so we’ve been very lucky on that front
BILL – we went to have an assessment at x Hospital in x and we’d been 12 months before and they assessed PENNY at 72 and…
JAKE – scale of 72 or whatever 
BILL – and we went a year later and it was 70 and for error it could have been 71 so the deterioration was very slight, or that’s the impression PENNY and I got, I um, I think it is useful because in many instances families would want to clamp up, but if (name of facilitator) calls or someone or other, it gets them chatting 
I1 – its gets them talking, a be it that’s quite a painful to talk about
JAKE – yeh yeh and I don’t know whether that’s something that could be addressed as a one to one outside of the group meeting, that would be quite useful, because you could avoid any real sensitivities, um but by being open it helps a lot so in many respects I’m probably shooting myself in the foot , I don’t know.
I1 – but it is very difficult to talk
JAKE – I had a bit of a lump in my throat at that moment
I1 – so one thing, one of the questions is would there be families or couples where this isn’t a good idea to do this
JAKE – well it depends on the temperament of the person that’s got the dementia because if they turn aggressive or violent then it might be a catalyst for that I don’t know I don’t know but in our instance it was very helpful
I1 – yes I suppose it depends what else is happening in the house at that moment
BILL – and we’ve always been very happy, so there’s always been happiness in the house, we farmed just next door, and we worked together and 
I1 – was that sheep?
BILL – dairy cows, you used to rear all the calves didn’t you
I1 – it’s a hard life though
PENNY – yes but if you enjoy it, its not so hard
I1 – do you miss the early mornings? (laughing from family)
PENNY – I miss the calves
I1 – well indeed, they go together really don’t they 
(phone ringing, apologise for this, JAKE may leave room?)
BILL – I was going to say, the mortality rate, when PENNY was rearing the cows was between 1 and 2 percent, which was 
I1 – you were clearly very skilled at it
PENNY – you have to, its like having babies all over again, and check them that you can leave them
I1 – you must have gone through a lot, the foot and mouth and the um 
PENNY – god yes
BILL – you walked outside and you could smell the fat burning, there was one farm opposite, there were fires about 2 miles up there 
PENNY – you could see the fires, oh it was cruel
(talking more about foot and mouth for approx. 30 seconds)
BILL – going back 3 years ago, covid, that took 2 years out of our life when we couldn’t afford it, alright it you’re young, 2 years, 
PENNY – when you’re our age, 2 years makes a difference, 
I1 – yes, it’s a lovely place, but yes very isolating, even more, people not 
BILL – not where we had been living, that was more isolated, its better, you haven’t got any neighbours (PENNY chuckles)
PENNY – if you’ve been brought up on a farm you know you’re not going to be near, when I was little, yep
BILL – have we been very helpful, not much
I1 – well you 
JAKE – (comes back into room, gives PENNY a message from a friend)
I1 – so I was asking whether there were (phone rings? Inaudible on recording), oh please take it
JAKE – Its one of those things, I’m trying to sell an old car, people keep calling from (place name), sorry that’s an aside, I’ll just 
I1 – well I was thinking about what families this might not be a good idea for? You were saying temperament and also what is happening around the person. And you said also about the level of dementia, I wonder if there is anything else? When you met (name of facilitator) would it be, if (name of facilitator) was to do this with other families, would there be other families where we shouldn’t be doing what she was doing, and asking those questions
PENNY – it was very helpful 
BILL – it all depends on the families, you know some will clamp right up and then you wont have any joy with them 
I1 – you’ve got to want to do it 
JAKE – one of the brilliant things that (name of facilitator) mentioned when we first met was look guys if you feel uncomfortable at any stage just say, and we’ll stop, and that’s a great get out of jail card and we didn’t feel the necessity for it but I’m sure if the situation did arise then we could call that in, and that was a brilliant thing to suggest 
BILL – I think I quite looked forward to her coming 
I1 – good, and did you feel you had enough information at the start to make a decision about whether to take part in this
JAKE – oh absolutely, I think even over the phone, you know this disease needs to be fought, and if its any way, whether its through meeting socially or talking or drugs or any sort of research is well warranted
BILL – I felt though if PENNY had not wanted it, we wouldn’t have had it and I think that’s the stile, the obstacle you have to get over 
I1 – everybody needs to want it 
BILL – well firstly, the person whose suffering and if they won’t, forget it 
I1 – not everybody is able to talk about in the way that you do
PENNY – I cant see anything wrong in talking about it 
I1 – good good, not everybody feels that was but its helpful
PENNY – yes for the future, the future, 
I1 – and in terms of what (name of facilitator) talked about, was there anything there that was especially helpful for you? 
JAKE – I think we all got a turn to say how we were all feeling and that was really useful and basically taking it in turns to give our slant on how things are because if the others could then here what your testament was 
I1 – and sometimes it’s the things and actually sharing it together can be quite helpful
BILL – well you don’t know how each individual actually feels, how they’re coping do you
I1 – until you ask
JAKE – and they’re probably reluctant to say as well
BILL – with (name of facilitator) coming she, although she was not forceful at all, she was lovely, but she just brought it out and it just flowed, didn’t think about it, 
I1 – it came out naturally. So was there a thing that she said that was unhelpful or anything that came up that you thought oh I didn’t like that
PENNY – no, not to me
JAKE – not at all 
I1 – we’ve touched on something that was a difficult thing
JAKE – yes, but that was about the only thing, and I can imagine with another family where that condition was a lot lot worse then it would be very difficult, and that’s where I think it might be worth as part of the forum, if you want to call it that, you could suggest or she could suggest, if as individuals want to come and talk to me at any particular stage that would be quite useful
I1 – so some individual sessions outside 
JAKE – yeh where they could say things they couldn’t possibly say in front of the other two, or three or however many are in the family, that might be helpful, in terms of sensitivities
I1 – yeh that sounds a good idea to have something built in to do. Was there anything she brought up that you didn’t think was particularly relevant, or helpful that you could have left out?
PENNY & JAKE – no no
BILL – well she’s quite a bright young lady 
I1 – I think that’s more or less what I need to ask you about, I suppose one of the things might be, what now, so what, I mean in terms of what we’re offering, this will be our final chance to talk, but for you would it help for instance if (name of facilitator) was to come back in 6 weeks or 8 weeks or 3 months time to have a follow up? Would that help?
PENNY – she could keep in touch then, how bad I’d got it in between, you never know
BILL – as a group, you’re at University of West of England, which are trying to do a survey, aren’t you, and this is part of it?
I1 yes we’ve done surveys in the past and then this study
BILL – so we wouldn’t come to you for a lot of help would we?
I1 – no 
BILL – because there is professionals, and as we’ve said before the dementia, is very little of PENNY’s problems at the moment 
I1 – I mean our hope would be that, for instance in xxx they run our groups quite a lot so, so the idea would be that the local help might be doing something, the equivalent of what (name of facilitator) does so there would be an opportunity to do a follow-up, I suppose its trying to think how things get left with people, 
JAKE – you know I think it came to a pretty good conclusion, and we wish you all the best in your research and thank for having us as part of the, 
I1 – and that felt enough
JAKE - and that felt complete to me
(summing up, transcription ended 24 min 12 seconds). 





