LivDem Families Follow-up interview – Family 1
SARAH – person living with dementia
HANNAH – daughter and main family supporter
I1 – interviewer

I1 – introduction by interviewer about LivDem group and livdem families
HANNAH – I don’t know about improving it really, I think its been really good, I think it’s been particularly good for my mum, because she would never have gone to a group, that’s not what she’s like and she’s a very private, guarded person, she has been all her life, um so she would ne…
SARAH – (interrupts) I would now, now I know what its all about, I’d probably consider sitting in with a group, yeh I probably would now
HANNAH – that’s 
SARAH – but initially no, yeh I cant see any harm in speaking and showing what you’re going through, I can see that might well be a good thing, for me as well, for everybody, as for them as for me
HANNAH – hearing my mum say that I think, that has been a particularly really good successful project in that she would talk about it with other people now
I1 – right
HANNAH – and willing to go an discuss it, I’d say that’s a bit of a break through
I1 – oh wonderful, and what’s helped you with that, made that difference?
SARAH – um I suppose talking about it and thinking about it and the chat that’s just gone, realising that, its quite a common thing and anything you can do to help, just do it
I1 – yep, yes
SARAH – my grandfather, he had it, quite badly, but we were never ashamed of him, it was always ‘go on look after your grandfather, go and see if he wants’, yeh it was always that attitude, which is what it should be, yeh yeh, yes so that was a realisation
I1 – and it didn’t feel that way before?
SARAH – no too independent to be wanting to know
HANNAH – yeh
SARAH – but then you realise, its there and you’ve gotta do the best you can and get the help you can and carry on
HANNAH – and in general talking about things always helps doesn’t it
I1 – trying to be as open as you can, is important isn’t it
SARAH – yeh, I can’t say I was frightened, I’d go in a home, no that never crossed my mind, I didn’t, I think it’s just being, its being private, it’s the way most of us are
I1 – exactly, yes, keep things to yourself, don’t really want to have to think about (SARAH and HANNAH murmuring agreement)
HANNAH – she’s good at keeping things to herself
SARAH – yes
HANNAH – you will admit that, very much so, so hearing her talk about it with (name of facilitator), week after week, really really good, for her, and for me, especially for my mum, she probably should have had, I don’t know counselling or anything
(SARAH and HANNAH talking at same time)
SARAH – I’d forgotten about that, but when I had to stay at home after my mum died, because of the siblings, someone to look after them, um, and I did have a breakdown, I was told, always told, not to tell anyone anything about it 
I1 – that’s what we did in those days
SARAH – because I got into the nursing because that had to be delayed and I went and did it, I went back and I got in and did it, but that’s how it was then I think
I1 – it was
HANNAH – yeh, well its 
I1 – just get on with it
SARAH – yes, there were good people there to help, oh there was
HANNAH – I don’t know as well I think if its harder to speak within your family than in a group, some people might not want to speak with families more, it might be easier to speak to people who don’t know you
I1 – yes, I think, its almost like trying to have both, different people will hopefully benefit from different things
HANNAH – yeh, yeh, this is it, yeh exactly
SARAH – I don’t remember it coming back not long ago, and recognising it, I saw that lady doctor didn’t I, she was good
HANNAH – which one, the one at the memory clinic, the psychology lady, that helped enormously and I think I’m ok again now, it was just a blip I went though, I don’t know what happened there, something triggered from something, but there we are. I was always told it could affect me a lot later in life, and it did and it happened and I got through it, I’m fine again
I1 – thank you, so what was it about having (name of facilitator) here that helped make that difference for you, helped you to be more open
SARAH – she was very cool and calm and knowledgeable, very kind
HANNAH – she made you talk, she got mum to speak
SARAH – yeh simple as that
SARAH – she was a lovely lady, and she seemed to be well educated and positive
HANNAH – yeh you found her easy to talk to, you certainly opened up to her easily
SARAH – but a nice way with her, of putting it 
I1 – yes I can see that, thank you. And has it helped the two of you to talk about it as well?
HANNAH – yes I think so, I mean I think the challenge was, not the challenge, the reality is that mum won’t always remember, so maybe two hours later she wont remember we’ve spoken, so you kind of always go back, daily, somehow it feels like, so it has helped, its helped me cos I’m happy that my mum was able to talk about it, I think she has had more understanding of it now and everyone we’ve met since the diagnosis is very much there to help her, and I keep saying that, its to help her, support support support, and I think mum is feeling that now, so that helps me and I don’t feel its all on me anymore
SARAH – accepting it, not being frightened of it, accepting it and being fine with it, I know what I have to do
I1 yes and what you’ve got to live with. Can I take you, and this might be difficult, take you right back to the start, which is now months ago, with (name of facilitator) having being ill in the middle, was it made clear to you what would be involved, right back then and what this would be about
HANNAH – yeh, yeh, for me more, you may have forgotten details as we’ve gone on, but yes (name of facilitator) always started the sessions with a recap
SARAH – yes she did, and the setting was always nice, that little hospital..
HANNAH – no no that wasn’t (name of facilitator), that’s different, the lady that came here
SARAH – yes, oh yes, eys
HANNAH – just here, just in your house
SARAH – that was good as well
HANNAH – that was your diagnosis
SARAH – yes
HANNAH - she was very good, and always recapped and made us aware
SARAH – very professional, in a nice way
I1 if you were, so one of the things we’re trying to think about, who might this help, who else might this help, do you have any suggestions about how we might introduce this or tell people what they might get out of coming to this
SARAH – um I suppose you’ve got to do a bit of probing first to see what reaction you could have and sometimes its helps people it helps people to react a bit, I think if it’s a new thing, its stressful, then once you realise they’re there to help you, whatever you’ve said doesn’t have to go anywhere else if you do not wish it that’s very important to be told, and I think once you start to relax that’s it
HANNAH – I agree with that, I also think you should say it’s a journey together, because the person has it and the person hasn’t got it, youre in it together and you have to look forward together and I feel that’s helped us
I1 – yes a joint journey
HANNAH – yes, that not particularly spoke about, especially not at GP level, when we went through to diagnosis and memory clinic that was kind of, it was, this kind of nicely brings it together, if its just two people in a system, if we can go through it together I like that
SARAH – told you need help, is that a good thing to say (talking over HANNAH), being told you need help, if you say I need help that’s different, cos you’ve realised, but when you’re told you need help, you think what’s wrong with me, what have I don’t wrong, other line, just need to listen to you what you think you want and what you think you need (inaudible)
HANNAH – just talk. I also think its good for the child or the husband or the spouse I should say to sit and listen to the other one and its good for them to sit and listen to you
I1 – have that conversation
SARAH – and its there for your benefit, there’s always going to be someone who says no no no, theres nothing you can, you’ve got to realise its for your benefit
I1 – so one of the things we’re trying to work out is to think who might this, be aimed at later on and what qualities do people need or what circumstances do they need in order to take part, so for instance you’re a mother and daughter, and that’s been quite helpful for us otherwise its just husbands and wives, but I suppose it might not work for every mother and daughter, we know from the group some people seem to get on in the group than others, who might this be useful for in your thoughts?
SARAH – I suppose it would be useful for the person you want to come and help, because its sometimes difficult, they’re there to help but the person doesn’t want it, and they need it and they will slowly realise it, just sort of plod on really
HANNAH – I think its understanding as well, to understand each other, cos where my mum, when I first noticed mum had memory issues and we went through all that
SARAH – yes I did get a bit short tempered about it
HANNAH – I didn’t know anything about dementia you know and now one of my loved ones has got it or a form of it or is showing signs of it so this is very good to be aimed at people who want to understand it, therefore to live with it and talk about it with each other and make yourselves a bit more patient with each other, alright ok I understand a bit more what you feel you understand a bit more what I feel, it brings, like I say, it brings, its brought the diagnosis, and the healthcare and a little bit of the mental care
I1 – all together
HANNAH – yeh, 15.03
SARAH – well now its been few weeks and I’m feeling the what, benefit and the relief that I’m getting help
I1 – good, good, its not always an easy thing to let yourself be helped, particularly when one is very independently minded
HANNAH – well of course, I mean, you’ve been the one that’s helped others, its the shift isnt it
I1 – exactly
HANNAH – you know, mum, my mum, she’s looked after me her whole life, for now she has to rely on me to help her and it’s a big thing isn’t it
SARAH - I appreciate how hard it is for the (inaudible) the accept it, but you just plod on I suppose, and I dunno, you know more about that than me yeh yeh
I1 – you mentioned earlier, that that some people need to want to understand and I guess for some people that’s not you know
SARAH – not aware 
I1 – yeh maybe its wrong to say people don’t want to understand, but people might find that really quite upsetting, 
HANNAH – yes yes you have to be open to it don’t you
SARAH – yes and of course, another thing as well, the times have changed, my generation, it it was Alzheimer’s or forgetful, it would be good see your if grandfathers alright, that was in the family, you kept it 
I1 – you kept it quiet
SARAH – where now of course, people have realised its nothing to be ashamed of, it’s a medical condition
I1 – exactly yes
HANNAH – hmmm (agreement)
SARAH – yes yes it is. It is unfortunate I had to get Alzheimer’s 
HANNAH – you're not doing too bad, I keep saying that
SARAH – no you’re right, I mustn’t grumble
HANNAH – you're 80, you’ve done alright, doing alright
SARAH - I was wishing I could be like Charlie Chaplin, didn’t he have about three more kids in his 80s (laughing)
I1 - (laughing) I think we’ll leave that part out, that’s true yeh, he went on and on
SARAH – of course he was a keep fit, well he wasn’t a fanatic, but he was an artist, he did all sorts of things, didn’t he, active, leaping about
HANNAH – some people are just lucky I think, in that sense, that they don’t have those ailments
SARAH – having said that, I’m a great believer in being active, I was sporty in school, and I used to walk a lot, as nurse I was on my feet all day, I notice with all of my family I am far fitter than any of them because that had sedentary jobs, so I think today they are more aware of keeping active, there’s a lot of clubs people go to, keep fit clubs
HANNAH – again, you’ve gotta want to do it
I1 – in terms of, there were 4 sessions, was the sort of things you talked about in there, was, were there any that stood out that were more helpful or less helpful for you?
HANNAH – well I think there were one or two things that were said, really it was on the whole, it was just somebody showing an interest in you having your say, yeh that was it, instead of fretting I began to relax about it and accept it
I1 – and did all the ideas and the things that got talked about, did they make sense when you came away and thought about it, I don’t really understand what that was all about 
SARAH – I’ve forgotten most of it, oh yes I’ve gotta take the dog for a walk and do things, so I was pretty active, not so much now, I think the biggest thing that’s helped me, that if necessary there was someone there to help, that was the biggest thing, peace of mind
I1 – and how about you
HANNAH – yeh, that that but the other way around, I wanted my mum to be happier to know that there was help and accept more that I have to do more for her and its fine and its not because somethings wrong, its what it is now and its ok
I1 – so that been more able to talk about its also something that’s helped you to acknowledge that sometimes I need a little bit of more help
SARAH – and professional support
I1 – indeed
HANNAH – yeh you know understanding its not a bad thing, generally, its not that’s it, 
SARAH – well fortunately I’m aware of it because of my family, in my family, 
I1 – you mentioned your grandfather
HANNAH – and your brother, he died of, with it
I1 – oh gosh, sorry
HANNAH – earlier this year
SARAH – yes my grandfather on my, he had it quite bad and a lot younger, love him (pause) so at least I was aware of it, I thought welll I’m 80, I can’t grumble,  can I?
I1 – no no I suppose not, yes yes it’s a very common thing for many people in their 80s
SARAH – yeh I was surprised, my brother he was 83 when he died, there's a few of us, there's a lot of us, yes with my lifestyle
HANNAH – yes the heavy smoker, smoking, has done alright (laughing)
SARAH – yeh I used to only drink on a Friday night up the pub, that was the only drink he ever had, couldn’t afford it, um, but certainly if I had to tell anybody what helps, being active
I1 – hmm, yes we know that’s still very important, its carries on being important all the way through,
SARAH – even if its you doing all your gardening yourself
I1 – well indeed
SARAH – doing things
I1 – getting your heart going a bit. Again, sorry is rather hard to reflect back on any particular sessions but were there things that came up when either of you thought oof not too sure about talking about this or 
HANNAH – not for me
SARAH – no, never
I1 – and on the other way, things you might have wanted to talk about a little bit more but didn’t get a chance
SARAH – exactly, somewhere there to help who’s interested, that’s a biggy
HANNAH – yeh I don’t think anymore
SARAH – and the way they are of course, as well, I mean the girl that came she was lovely 
HANNAH  - yeh I don’t think we were left thinking we wish we’d done more than that, no no, it was just all very helpful
SARAH – yeh I know its long winded but I can't see any better way of helping people than coming and sitting
HANNAH – well talking
SARAH – and talking
I1 – when it finishes, because it was only 4 sessions, I think (name of facilitator) and I might have had a 5th one in there, would you have liked to have had something else come from that, so some more information about other places you could go or 
SARAH – not places I could go no, I probably would like to see anymore updated research, I’d be interested in, yes I suppose because of my nursing background, I understand a lot of it anyway, and I worked with the elderly, um but yes, I think there's more support out there, it may be able to improve a bit, I don’t know, I’ve got not grumbles
HANNAH – yeh maybe people might, oo I might be ready for a group now, so potentially this could be a pathway into that or if they still feel one on one maybe like a follow up in a year or 6 months, just to come back and say how you doing, what’s new, again just to have a little chat with somebody who, talking you know
SARAH – I've never been a group type person for talking, 
HANNAH – you said you might be more now, that’s a good thing isn't it
SARAH – yes yes, might be
HANNAH – it could be a pathway for people getting into it, get a lot out of these groups
!1 - you mentioned earlier about sort of realising you’re not the only person, I that’s the really important thing that groups bring, that you meet other people who are also going through the same thing, yes so maybe into a stepping stone into a sort of group
HANNAH – yes I would have said she never ever would have done it and now mum’s saying she would you know, I'd say you never ever would have gone to a group but now you are saying you might 
SARAH – yes that was probably because I didn’t realise how badly I was, yes I would now, I wouldn’t want to talk about it with strangers, now I realise that they’re all in the same position, we’ll all talk about it 
HANNAH – you know you don’t have to talk about it in groups, you can just talk about your lives, come away just feeling better don’t you
SARAH – well I'm a private person and always have been, but most people are arent they
HANNAH – yeh
SARAH – she was very good that girl, lady, very good
I1 – well that’s nice to hear
HANNAH – she’s lovely
SARAH – gave a lot of confidence
I1 – what did she do that gave you confidence?
SARAH - I think its the way she asked the questions, the way she accepted the answers, it was just 
HANNAH – yeh there was never any, that’s not right, just yeh ok that’s what it is
SARAH – she’s good at her job
I1 - I can say yes, glad it feels that way to you
SARAH – and she was nice as well wasn’t she, so there we are, it helped me a lot
I1 – good
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