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SP	Speaker

SP1	So thank you for agreeing to talk to me.  This part of our study aims to help us understand better how to care for people with dementia, whether in hospital or Care Home.  And they can seem distressed but it’s not clear what, if anything, is causing this to happen and you might have observed these episodes in the care home and we’re interested hearing your perceptions and views.  
In order to make sure I don’t miss anything I’ll record the conversation on a digital recorder and it will be professionally transcribed but once the interview has been transcribed I’ll ensure everything will be anonymous so you can’t be identified and once again, everything you tell me will be treated with complete confidence, okay.  And so to start with, we’ll just ask some background information so could you just tell us any sort of, about your relationship with your mom?
SP2	Okay, mom and I, well there’s two of us, there’s mom... My mom’s got two children, she, me, they, my parents immigrated from Guiana in South America in the late 60s, early 70s.  My dad came first and my mom came second, with us, so we were born in Guiana and brought in here in the 1970s.  But mom had to work, they both worked all the time so you know, there was very little money, so there was quite a lot of pressure on the family at that time. 
 Also mom was very susceptible to mood swings and you know, with hindsight I realised that now, with PMS, you know, she probably struggled very badly with her periods, etc.  So we didn’t really have a great relationship but you... It was very tense because she was always tired and stressed and over, you know, not feeling great and she didn’t really have a lot of patience.  So as a child my sister and I didn’t really have the best of relationships.  As we grew older and moved away she calmed down, she had a hysterectomy at about 48; she was about 48 when she had a hysterectomy and a lot of things changed for her.  We, as an adult to each other, we had a much better relationship and she was very supportive when  I had my kids and you know, very kind with the children and very, very different from all, what it was like growing up with us.  
Yes it was a complete different person.  But you know, she kind of found her place at that point, you know, she was no longer subject to her mood swings and from her periods.  She didn’t, you know, she didn’t need to work later, they had enough, you know they’ve earned enough and they had small pensions coming in.  She was very active in her community so she felt a lot more fulfilled and I think she had a lot more to offer other people at that point.
SP1	Okay, thank you, thank you.  And I know your mom lives here, how long has she lived here for?
SP2	Four and a half years.
SP1	Four and a half years okay.  And this is, it’s a nursing home since it’s entered into the Mental Health Trust.  So how often do you see your mom?
SP2	Every other week, once... I think my sister and I try and do it that at least one of us is here once a week.  But that’s the plan, that’s the theory, whether generally it always works like that, but we kind of, one of us will be here hopefully once at least every week.
SP1	Yes okay.  And what sort of support does your mom need here in the care home?
SP2	Well she’s unable to do anything for herself, she’s not able to feed herself or to... She’s been double incontinent for the last six years, she’s unable to wash herself or clean her teeth, so she needs all, everything done for her, she’s totally dependent.
SP1	Did anybody else come to visit apart from you’re saying it’s yourself and...?
SP2	When my dad is in the country he will come, sometimes her friend Maureen comes, sometimes some of my aunts or her cousins come and, but, you know, they’re in a generation now they’re all getting quite old and if they’re travelling about it’s getting more difficult  for them.
SP1	And have you had any education of support with understanding dementia, yourself?
SP2	Only self referencing, yes you know, the advantage of having the internet of course nowadays is that you can look up stuff quite early, you know, you can self educate, you can inform yourself very early on.
SP1	So has that been useful, what, or what have been useful that...?
SP2	Well initially mom refused to accept that she was ill and my dad refused to... He recognised there was something wrong with her but he refused to recognise that it was a permanent situation.  He thought it would be just something that, you know, she will get over it and it will be fine.  And so I went on to the Alzheimer’s Society and I downloaded all their information about the, you know, the seven stages of Alzheimer’s, or nine, I can’t remember how many there are, but, you know, those are the stages that you go through and the things that you need to be looking for and the type of help that he needed to be trying to get help from, like to engage Social Services and to get, when she was living at home, to go out to day care and you know, projects and things like that.
SP1	Thank you, and has that been useful?
SP2	That was kind of useful because it helped, well it helped my dad to recognise that this is an ongoing and, you know, permanent situation.  He was really not having anything to do with that.  My mom really wasn’t interested in engaging in any of the supportive groups and things like that.
SP1	And so you’ve mentioned your mom being here for...
SP2	Four and a half years.
SP1	Was she somewhere else before?
SP2	She was temporarily at a place in [name], so she was there for about six weeks because it got to the point where finally dad recognised that he was struggling to cope with her and he would be ringing me half past ten, 11 o’ clock at night saying, she’s lying down on the floor and I can’t make her go to bed.  And I’m like, well just put a pillow and a blanket, you know, she’ll get up, she’ll be... You know, it’s just, yes don’t try and reshape her, she’s that what’s she’s doing.  She was very violent towards him, she was very agitated generally.  
They lived in a sheltered scheme with snip blocks on the door so there was no key lock so you couldn’t lock the door and stop anybody coming out, so at times he would have to get up in the night and come and get her back in because she would wander.  Fortunately it’s a, there’s a main gate that was locked and she couldn’t get out the main gate.  But, you know, taking precautions about her safety and you know, whether or not she, you know, escape or he wouldn’t notice that she was out one night and he’d sleep through and she’d get cold or died of hyperthermia or you know, any of those things, so he spent a lot of time being very agitated and anxious.  
And her behaviour was reflected by his agitation so she became much more violent and much moiré difficult to cope with, you know.  Until the point when eventually we managed to contact Social Services and they came along and they made an intervention essentially and they moved her out of the home very quickly.  So she was gone within a week of making the decision.  And so that, so that’s why she ended up in [place]  and then until a space came here, nearer, nearer to everybody.
SP1	Right, gosh, thank you.  It sounds like she was quite difficult.
SP2	Yes, well she used to try and stab my dad in the night so he had to hide all the knives.  Yes it was very difficult for him.
SP1	Okay.  So, actually, I’m going to ask you a little bit more about agitation.
SP2	It’s alright.
SP1	When I say agitation what sort of behavioural problems do you think of?
SP2	Well... In relation to my mom directly or just generally that how is agitation, how I view it?
SP1	You can take it back to your mom or to do with dementia as well, perhaps just what you’re thinking and both would be helpful.
SP2	Well I think, you see, or from my mom’s point of view I think it’s... She seems to be mostly agitated when she became frustrated about whether or not she’s done something or whether something must be done, you know, that early stage where they repeat everything endlessly, endlessly, endlessly, endlessly, you know, and then they feel that there’s nothing happening because they’re waiting for an answer to something.  And I think from her point of view although she didn’t remember that she’s asked that question, I think somewhere viscerally she was getting more and more frustrated with it because you know, she kept, you know, my dad’s respite day was Sunday and he goes to his allotment but that was my day that I had to go and look after her.  
And she was very, she’d get very irritated by the fact that nothing would happen as she wanted it, so you know, she’d want a cup of coffee, you tell her you’ll make her a cup of coffee but the coffee is there and she doesn’t know it so she wants more coffee, you know, and she’d get more and more agitated that it’s not there, but she doesn’t recognise that it’s a cup of coffee.  So, you know, those kinds of, those associations in her head, she wants something, she’s got it, but she doesn’t know she’s got, she can’t, you know... 
And that’s a very simplistic description of things, but you know, she’d get very frustrated about where my dad was or where we were, she’d get confused that we were still, you know, whether we were still young children at home and things like that.  And I think, you know, things like the TV being on Bizale [?], I think, it made her even more irritated because she couldn’t understand the picture and the noise correlation, they didn’t make any sense to her.  So she would, you know, she’d feel that there’s something going on without her in that corner.
SP1	Okay, thank you.  And what are you thinking about when I say agitation now?
SP2	I think she’s very much frailer than she was then and at the point when she came in here she was actually very strong, very strong, and she could resist, and punch, and she walked all the time so she’d literally get about 10 K every day up and down the corridors, I mean, she was just mobile the whole time.  Now I think her agitation is manifest when she’s eating, when she’ll bite her spoon and grimace and get, you know, that will be, that’s her, I think that’s her only way of saying I don’t want this anymore.  You know, she’s very, you know... And they’re very good here at feeding her for a very long time, so lunch will finish but mom will be still sitting there eating her lunch because they will be spooning it in and you know, giving her the time to eat it.
SP2	Thank you.  What do you think may cause agitation in people with dementia?
SP2	I think it’s frustration, I think they get very frustrated at... I think there’s probably a narrative in their head that words been spoken outside, that people directing things at them, there’s a lot of general other noise that they probably can process.  So I suspect that they get very frustrated because they’re trying to communicate with one level but they cannot maybe filter out the other things around them to make a focus on what they want to think about.  Is that clear, I don’t know if that is clear enough.  
But yes I think they get... From mom’s point of view I think she got very frustrated because she couldn’t handle, or she... I stopped taking her to my house when my children were young and they had friends around and they’d be looking at, they’d be running around the house playing and things like that, and she couldn’t handle that level of noise and running up and down and people popping out and you know, it was too, you know, it wasn’t where her head was at so she couldn’t understand what all these things were.  So I think that’s probably, I think frustration and feeling kind of locked in and feeling out of, separated from your environment and your reality causes it.
SP2	And do you think that there might be like different things that might cause it as well, other things, maybe...?
SP2	Well that, I’m going on the basis of what I’ve read, I mean I think there must be obviously some major level of agitation going on in their brain and some bits do things, your brain withering away and not, you know, your ability, yes in the part of your brain that were... You’re able to cope and deal with untaught situations has withered away and gone and now you’re left with just the bit that’s agitated the whole time.  So you know, so potentially there’s that element in there.
SP2	And sometimes we hear things like perhaps like pain or when having personal care...?
SP2	Yes indeed.  About 12 years ago when my twins were born, she was complaining of a pain in her arm here and she’s had extensive tests and couldn’t find anything through that.  But at one point I had to make sure my dad got rid of all the medication because she was taking Paracetamol regularly like every hour, every half hour.  I mean, how she didn’t kill herself I have no idea, or how she could live with her liver I have no idea but she literally was swallowing them, and this is before, this was about five or six years ago, this is before she became so unwell but my dad couldn’t manage to live and cope with her, and I explained to him she can’t keep, she can’t take 12 Paracetamol a day, you know.
SP1	No, yes who knows.
SP2	You know, so I don’t know whether she was trying to medicate towards that... And her lung, her right lung used to fill with fluids quite regularly.  Because since she’s had the dementia, now that’s happened, but yes, she still has quite bad breathing problems and things like that, so I don’t know whether or not...  She always had some level of internal pain anyway, and yes.
SP1	Thank you.  Just checking, so we’ve touched on some points that.... It’s really, which is really helpful.  How do you think the home environment influences patient agitation?
SP2	The nursing home or the home in the, generally at home?
SP2	I mean, we could maybe focus here but we could talk about there as well?
SP2	Okay, well because I think they’re very different environments.  At home, I think, I think honestly, to be honestly and truthful my mom and dad did not have the most rosy relationship in the world, you know.  They’ve managed to get through xx years of marriage but not all of them has been the greatest happiest moments of their life.  And I think my mom, I think the home environment with my mom as her defences fell down and her inhibitions came out, her environment was exacerbated by my dad because she was irritated by him the whole time.  She loved him to a point where she didn’t want him to go but she couldn’t bear to live with him, you know, they had this ridiculous relationship.  
So that’s one thing.  I think when she came here, because her behaviour was so unpredictable she was put up on the top floor where there are a lot more agitated patients and she used to find the noises that they made very irritating and that irritated and agitated her.
SP1	Noises that the other...?
SP2	Of the other patients, the wailing and the banging and the, you know, whatever, whatever they’re doing to relieve their own, you know, problems.
SP1	Yes.
SP2	And she did get into fight once or twice up there, or something, which was one of the reasons to bring her down here.  They made the decision that she was probably reacting to her, I think, they made the decision that she was probably reacting to the environment up there and they thought she would do better on a quieter floor, and so they brought her down here.  And they did have to contain her violence for a while but she was never violent to the other patients.
SP1	So did... The environment down here is it different?
SP2	It’s much quieter, much quieter, it’s much more palliative, I think.
SP1	And when your mom becomes agitated here, how do the staff deal with it, is it affective?
SP2	Yes they were, they will take her, yes they’d hold her, they... You know, she was very, I mean, when the just send down here she was quite a handful, she would still walk up and down the corridors and things, and you know, I think maybe once or twice they took a punch from her but they’d be like, come on  [name] let’s get you back to your room, and they’d be very kind and gentle and calm with her.  They always remained calm which is very lovely.
SP1	And kind of, now the staff dealing with it, this is some question, how do they deal with it now?
SP2	Well indeed, as I was saying, I think the  most of her agitation is manifest at meal times and you know, they learn techniques of when she opens her mouth at a certain point to stuff the food in and wait for the spoon to be released and you know, and being calm and patient, yes.
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SP1	Thinking about what produces agitation within the environment here, within the unit, thinking about sort of maybe types of agitational patterns, like do they, does it occur at particular times do you think?
SP2	Like for her, like I said, for her it is lunchtime and sleeping time, she’s no good at, that’s where she, you know, because she is so particularly frail.  I’ve seen other patients here display moments of agitation, just because they can.  But mom now is at that stage where she’s, I mean, I think if you’ve been here about a year or so ago she may have been more, more negative in her approach.  If they wanted her to go to music she might have thrown their arm off and said no I’m not going or, you know, or something and leave me alone or don’t, you know, but she’s much, she’s much too frail.
SP1	And can you describe any agitation you’ve seen whilst visiting here?
SP2	The, right now again it’s just the food, it’s the biting of the spoon and the grimacing and not wanting to be fed.
SP1	How long does that last for?
SP2	Well she can hold the spoon in her mouth for a good 10, 15 seconds at a time, you know, so she can clench her teeth and really glare at you.  It’s almost like stop feeding me, I don’t want this.
SP1	I was going to say, what do you think she’s trying to express there?
SP2	Well, my mom does not want to be in this situation, my mom is a Christian so she would never think about suicide or any of those situations.  But her sister, she’s one of many, but her sister, before mom came in, died of motor neuron disease and when my aunt, when [name]  was ill, before she got really ill and before my mom became very much, before my mom became as ill as she is now, I’d go and pick her up and take her to my aunt and they would sit together and my aunt would be, you know, they would talk when mom was feeling lucid and not agitated and not... 
And they would sort of talk about how they didn’t want to live like that, they didn’t want to be trapped, they didn’t want people cleaning them, they didn’t want anybody looking after them, they didn’t want, you know, they’re very proud, you know, they’re very proud people, they were very much like, you know, this is something that we would do for other people, we don’t want it done to us.  
And they, you know, they both sort of said, you know, if we weren’t Christians we would end our, choose to end our lives.  And my aunt did in fact choose that, because she chose not to have the peg fitted to carry on feeding her, so she essentially starved to death, but she, you know, that was her choice, you know, that was her, you know, but it wasn’t a violent act of suicide, it was a passive one.  But, you know, because she was totally, you know, totally locked into her brain with no... And my mom watched her dying like that and her dementia was coming up at the same time as [name] was going down and she was saying to me that’s not the way to live, you don’t lie there in a bed all day, you know...  And that, you know, this is, this is exactly what she did not want, you know.
SP1	Thank for sharing that extremely difficult moment.  If you need to pause at all...?
SP2	That’s alright, don’t worry.
SP1	Are you sure?  Yes, no thank you, yes, it’s really difficult, you can take a minute if you want to?
SP2	No it’s alright.
SP1	Are you sure?  Okay.  I’ll move on a little bit, perhaps that’s...
SP2	Sure, no it’s fine, it’s fine.
SP1	Yes, you just let me know if you, if you need to take a break, yes, perhaps I can get some water or something if you want?
SP2	No I’m fine.
SP1	That’s very, very sensitive things you’ve been talking about.  Do you think that your mom’s behaviour changes when you visit?
SP2	It, no, I was about to say it used to, but I’m not sure that’s true, I think I might have... When she went into [place], my sister and I went every day to see her, because we were, you know, because we didn’t give her a choice about it, she was not told what was happening, we just bundled her in the car and drove her up there and just dumped her off, you know, because at that point there didn’t seem to be any, any other choice really.  
And when we used to go and see her every day, you know, she would look at us really quite angrily, you know, and she used to say things like I worked hard all my life and now you all just leave me here to die, you all just left me, you’ve just thrown me away like some rubbish.  So she was very hurt by it.  Now she looks at me I don’t know whether she looks at everybody the same way, but she hasn’t called my name in over a year, yes.  
SP1	Yes that’s kind of more of the situation now, yes?
SP2	Yes, so I don’t know whether or not she, she behaves any differently.  I brought my, I brought her cousin to see her, or my cousins brought her cousin to see her, and she did lean in towards aunty [name]  like for a cuddle or something.  So whether or not she felt some, something, she didn’t, she didn’t communicate with her but she did lean in towards her.  Whether that was a slump or whether that was, you know, whether it was an active, an active moment or whether she just sort of slumped into the corner, I don’t know, but aunty [name]  was very pleased about it.
SP1	Is there anything that you feel helps reduce or resolve her agitation?
SP2	I think maybe physical contact.  I think the thing about being in a care home and being, being outside of somewhere where somebody can hug you is that you don’t get that physical contact and I’m pretty sure close proximity to somebody else is a really important part of everybody’s wellbeing, you know, I mean, I don’t hug her, she’s always in a chair or in a bed, but I will stroke her face and hold her hand and rub the back of her neck when I come, because I think she, she probably enjoys that level of, you know, something.  But I think, you know, I think she probably is feeling hug deprived, you know.
SP1	I’m just looking through... Again, we’ve touched on some of these things.  You discuss your mom’s care with staff regularly, you’re able to do that, yes, and does that discussion include talking about the agitational behaviour?
SP2	It did initially when mom’s behaviour was much more pronounced and more extreme. We would, there’s quarterly meetings anyway, but, you know, if there was an incident I’d get a phone call to say this is what happened and I’d come down and they’d talk and they’d say oh this is what happened, you know, mom hit so and so or so and so hit mom and did you want to call the police, and I’m like no what’s the point, did you want to do anything else, and, you know, but what, you know, they will always tell  me if something happens.  So, you know, I’ll quite often get a phone call just to sort of say we took her to the dentist this morning and things like that.
SP1	So you have that good communication?
SP2	Yes.
SP1	I suppose when somebody’s been here, like you said, quite a while, they know, you get to know people don’t you.  And how does the staff interact with your mom?
SP2	They talk to her a lot.  They, you know, they show her a newspaper and they, they ask her questions, you know, there’s always, you know, they never get an answer but they do seem to, they do seem to talk, they do seem to talk to her quite regularly and, you know, they’ll say oh [name]  your lunch is coming now, you know, do you want to get ready, you know, those types of things.  They take her to the table, they put her down, they feed her, they put a bib on her, you know, but they will say oh here it is, you know, what would you like today.
SP1	Telling her?
SP2	Yes.
SP1	And you described obviously some quite big episodes of agitation before, can I ask like how that agitation affected your relationship or affects it?
SP2	Personally for me, I’m the only one that she’s not hit in my family, you know, my dad, my sister, other members of the family, like some of her cousins and things like that, but when we were children, when I was child I was the one that least irritated her.  Of all the family members I was always, you know, and I was always the one that gave my mom hugs, because I like hugs and that’s what we did.  
So I think maybe at some point viscerally... And also I’ve got three children so I’m used to having people getting cross and being unreasonable and behaving, you know, oddly. So, you know, I had the tools to be able to calm things down or, you know, to try and divert her from mode that she was in, you know, it was very much like having a toddler.  You know, when they get into that sort of, that repetitive agitation where, you know, they’re banging their spoon on the table because they want their ice-cream kind of thing, you know, it’s very much that same tools that you use with a toddler to try and, you know... 
A bit of physical contact, a bit of soft voice, a bit of distraction, you know, to try and ease them out of that locked in mode.  You know, it depends on what the agitation was for, you know, sometimes it could be like a toddler where they’re locked in because they want their piece of ice-cream or whatever or it could be she may have had some physical distress that she wasn’t able to communicate or something.
SP1	And what are the challenges for you when your mom’s agitated?
SP2	Staying calm, you know, I think that’s about, because agitation breeds agitation, doesn’t it, and people, you know, they don’t often realise that there’s no control as to why they’re behaving like that, they think oh for goodness sake stop acting like this, you know, and so the situation will escalate. Because I didn’t live with my mom and I wasn’t having to do it permanently it was much easier for me. For my dad he got locked in to these battles of wills, so he’d say no put that spoon down, you know, and she’d just pick up the spoon and bang it again, because that’s not, it’s not all about the spoon it’s about something else but she can’t communicate that through that.  So, like I said, I’m lucky that I had children at that point, I had small children, so I was very much in that mode of being able to diffuse situations, you know, it was...
SP1	How do you cope with these episodes?
SP2	Well, as I said, I was lucky that wasn’t living with her, so I’d only have one day a week to deal with it.  And it will be trying to do distraction, you know, it will be trying to do distraction.  Walking away and leaving her to it was never an option because she could do herself harm, you know, but that’s, you know, that’s when dad went out on a Sunday, that was his rest day, one of us had to be at the flat with her, because he couldn’t just leave her in the flat and go off and do four hours up at the allotment and then go for a drink with the boys or anything.  He couldn’t go out, he couldn’t really go out for more than 20 minutes or so and then even then, you know, because where they lived, they didn’t have a washing machine but there was a communal washing area, so even going to do the washing he’d be anxious that she’d roam.
SP1	And do you, were there or are there things that you do that can help you feel better, I mean for yourself?
SP2	It’s difficult to answer that, because I think mom carries a lot of guilt that it’s not something you can fix, you know, because you know it’s a progressive disease, you know it’s never going to get any better, you know they’re responsible for what they do, you know, all of those things. So, for me, I didn’t actually ever feel that guilty about it because I understood it was an illness and she wasn’t responsible for what she was doing, it wasn’t that it was directed directly at me.  it might have been on a sublevel, you know, those deep rooted emotions that have been probably suppressed for many a year, maybe, maybe coming to the forefront and things like that.  But I didn’t ever feel guilty.  Oddly enough, I felt more guilty walking away and leaving my dad back in the situation again than I did about my mom.  
And I didn’t actually even feel that guilty about putting her in a home, because it would be the best thing for everybody, you know, because I’m pretty sure they would both be dead by now if they both carried on like that.  My dad, she wasn’t eating, you know, he couldn’t get her to eat enough, so she was very thin, she was very strong, but very thin.  And he wasn’t getting enough rest, because she was constantly restless, like I said she was doing 10 k a day, up and down, you know.  
She was, you know, she was living on... I don’t know what she was living on, but she was very determined, he was getting more and more frustrated and difficult.  So I didn’t actually, I don’t actually think I’ve felt guilty for putting her here or, you know, or the way that we’ve behaved towards her.
SP1	And how do you think like dementia agitation affects the environment here, generally?
SP2	I think because dementia, until, you know, because of all those stages, seven or nine, I can’t remember how many, it depends on who comes in on what stage.  So this floor was very quiet and very calm until what’s her name [?] turned up, who was full of everything and then there was another chap that turned up... So it’s, when everybody’s on the same page and they’re all calm and not making a noise, then it’s fine, but the agitation that somebody creates makes others agitated too.  
So that level of constant pitched, you know, the screams or the ranting or the shouting or the swearing or whatever way it’s manifesting, or the banging or the, you know, whatever those things, they will cause, they will cause other people to become much more irritable and agitated themselves I think.  You know, so it’s almost like, it’s almost like you need to have like a clearing house that you put somebody that’s coming in until they get to the point where they’re all quiet and calm and then you can put them in with everybody else.  
But, you know, there have been a couple of people in the last year that have come in who were, you know, have been very loud and noisy and you could see mom flinching and  [name]  flinching and people like, you know, getting more and more frustrated themselves.
SP1	It’s quite a small environment as well, so it’s kind of... It’s not very big is it?
SP2	No.
SP1	Thank you.  Thank you so much, we’ve talked a lot.  Is there anything that you would like to add that we haven’t, that you think would be helpful or important?
SP2	What would I like to add?  I don’t know really.  I mean I don’t, I think it’s a pretty cruel and unusual punishment keeping people alive at this stage when they clearly... Well mom doesn’t clearly want to be.  But I really admire staff that can do it and do it so beautifully and do it so well and do it day in day out.  So, you know, I can see that there is a need for this, but I’d rather there was more choices in life when, you know, I think if mom had the choice earlier on she might have made a different choice.  But equally, having said that, she wasn’t prepared to admit that she was ill, you know.
SP1	Well thank you, thank you very much.  I’ll turn that off and...



1
