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I: How long have you worked at X (organisation name)?
P: So I have worked at X for the past 16 years. Supporting in some of our services in the south of the country but my role has changed in the last say 5 and I have been much more primarily working alongside people living with dementia with a learning disability and ah I am now very much supporting families as well so yes I sort of stepped out of the support worker role as such but still I think once it is in you, you know you got that in you anyway but yeah that is what I do currently at X (name of organisation). 
I: And the couple or one of the partners you supported that was in your role with X (name of organisation)?
P: Yes so the couple that I supported they have been, they have lived at X (name or organisation) since they were children. So they were the, one of the people within that relationship was one of the original people that lived with a learning disability to get supported by X (name of organisation). His brother is one of our trustees and yes they have, so X (name of organisation) has been their life really and that is how they met as well yeah
I: yeah, wow. Yeah can you tell me a little bit about them?
P: Absolutely so they are a couple that were have been supported by X (name of organisation) for many, many years and they I think I am right in saying they met at through work so they were both employed and they lived, they didn’t live together but they lived in the same kind of area. Can I use their names?
I: Yes that will be anonymised
P: yes so we have Y (name female partner) and we have a gentleman called Z (name of male partner) and at the point they met I did, I think they have been together, married well together but I am not sure how long overall about 20 years. They have been together a long time and when conversation started happening around you know marriage and moving their relationship to the next level I know from hearing stories in the past that was supported really well and acknowledged that absolutely why would they that not be something that they could do just like me you know so and that was lovely cause that you are going back I think that was in the early nineties. So yeah they were supported through their romance I guess to live a normal adult consenting relationship and so they are still married to this day. 
I: Ok, ok. And what was your role in kind of their support or in their life?
P: Yeah so my role, I used to be a support worker for Z and Y when they came to work. So they used to come to one of our provisions at X which was a coffee shop and a bakery. So I was much more their day so their senior yeah they would be used being in my company when I was working alongside them. And then when my role at X changed and I went left my support worker days behind I went and worked at our dementia project which was a national funded project and sadly Y got diagnosed with dementia. So the family and the staff team wanted somebody that they knew, which they knew me very well, they knew me for about 10 years previous to work with them to make sure that we were still hearing their thoughts and their views and what they wanted for their future (0:04:03) and at this stage Y’s diagnosis of dementia was very early so she was, she had capacity she could contribute how she felt. She had a bit of an understanding of what dementia was so we did a lot of work together around recognising different feelings and how things could change and it became apparent very quickly that these meetings we had so we being me, Y and Z, were really useful but Z needed some time on his own. So we sort of broke into, Y knew, Y knew that Z and I would be meeting to have but he needed a little bit more of a different, I guess if I am being honest a platform to just go haaa (breathing out noise) without being, he was being sensitive to his wife’s needs and he did not want to be off loading the whole truth in front of her because he knew that would hurt her feelings. So you know he was really, and still is really mindful of that. So I picked up on that quite quickly to recognise that absolutely they need some time together but being mindful that I was not a counsellor just someone that they knew, that they could trust. So we set up, I think we used to meet every few weeks but in the midst of that Z knew, Z needed more support emotionally than Y. Cause sadly someone living with dementia of course it is impactful on their lives but it is their loved ones that get it hard as well so and Z needed that platform to be able to go yeah I am going to speak the truth cause I know it is ok you know so that is my sort of that is how I met them regarding supporting them as a couple. 
I: (0:05:42) And you said they have been together for was it over 20 years?
P: yes
I: yeah 
P: yes so they had been yes
I: hmm and you said they met at work kind of through the service. Do you know anything about when they initially got together or the romance started, how people reacted or kind of how the initial stages were?
P: I don’t. I could easily find that out we got a very in that area that they live we got some really long standing members of staff so I know they attended the wedding and so one of those is definitely contactable for me to ask those questions and also they both consented to having a case study written about Y’s dementia and how it has impacted them but again I know a lot has changed in the last few years to when we worked together regarding that initially but yeah. So sadly I don’t know their whole love story but I am sure it is definitely in some of our staffs’ minds. 
I: And when did they get married, how long were they together before they got married?
P: They got marries in the mid 90s I think so they must have been together 7 or 8 years. I remember Y showing me her, and they were so precious to her and she was absolutely right to, she was so proud of her memories of her wedding album and she had a memory box. This was all pre-diagnosis of dementia but she had a memory box with al her trinkets and veil but she had a proper traditional white wedding and the photos that I have been lucky enough to see had was just a wedding that you would imagine attending if it was just you know someone who did not have a learning disability. There was a horse and cart there and she was in a beautiful gown and she still we got a film actually Paula at X, which I think sits on our website but if not I send you the link
I: yeah 
P: and it is Y, they are reminiscing about their, I think they went to Paris on their honeymoon. She goes off and puts on her dress because it still fitted her you know she was so she absolutely thrived to be a married woman. She would constantly show you her ring, her wedding band and yeah when I, again sadly before the diagnosis of dementia, they were a couple that was so in love with each other and respected each other but yeah I make sure I send you the film the link to the film we got
I: (0:08:28) yes that would be great. So you said already a little bit about how their relationship was like before the dementia diagnosis so how was kind of their everyday life? How would a normal week look like?
P: They lived independently, they lived in a bungalow, but they had support as needed. So it was a bit like an outreach. They knew the support workers were there when they needed them to be. Helping I guess with finance and those kind of affairs. They lived a very independent life. They went on holiday together. They went to work. Sometimes together sometimes in the same location but you would always see them usually arriving in a taxi together as well. When I knew them when I started giving a bit of support around dementia it was important that they had their own life no interests as well but they just I can’t stress enough that they were just a normal couple, married couple that fell in love and X and both of their families supported them, which is really lucky really because sometimes could be squished (0:09:44) a bit what I have heard in some relationships 
I: yes that is what I wanted to ask, so their families were involved and supportive?
P: yeah. So both sides of the family it is Y’s sister and Z’s brother. Absolutely yeah like I said I was not part of the wedding plans and things but I know there is people that could share more with you but absolutely and still are. Still are much part especially now Y needs a little bit more or quite a lot more guidance in her future and her choices and things because of her diagnosis of dementia. 
I: 0:10:20 And you mentioned so they kind of initially they lived separately but then they moved together into the bungalow. 
P: Yes so they used to live at our residential service and then they got, they obviously spoke very openly about wanting to live together. I am not sure if they moved together in again we probably wouldn’t in one another’s flats but then it became apparent they needed their own space and their own privacy so a bungalow about a mile or so away was their forever home really. 
I: And anything else you can think about their life together before the dementia diagnosis. I don’t know any ups and downs or how was it to support the relationship, was that something that staff were doing?
P: Yeah I mean I think it was very much guided by them. They would live quite you know contented lifestyle unless something happened and they needed some guidance around but I think generally on a day to day basis they had a very busy lifestyle, they worked five days a week. Z used to work in our bakery. Y used to work in the coffee shop but they also had other bits and pieces they used to do but I would you know I would say knowing them and knowing Y before her diagnosis she would they both had the confidence to speak up if something didn’t feel quite right. So I am hoping and I am sure that probably behind closed doors (laughs) there were irritations for each other, that is life isn’t it but I hope, I believe staff would have been there at a distance and supported when and where needed. Yeah
I: Yeah and then can you tell me about the time when maybe people firs started to suspect the possibility of dementia or maybe noticed changes in Y?
P: Yeah so Z was the first person to pick up on that cause he was living and breathing her lifestyle. So he was quite vocal and would say to staff when things that she might be doing that were a little bit odd. You know one day she could get to work independently and then she would be late home and it became apparent that she had got lost or she got side-tracked you know. She ended up doing things that were not in her normal routine. And you got to remember they were and still are a very routine couple s he would, Z would alert staff to say Y is not home yet or she got on the wrong bus. Or little things it started to feel a bit ohh that is not right and again I believe that Z would speak quite honestly and openly to his family as well cause they were actively interested and still are in their brother’s life so he would probably have said this is happening, what do you so the seeds were being planted I guess. But yeah it helped sadly it helped that the staff team that Y and Z are supported by have quite a lot of awareness of dementia because they have supported other people that have lived with a diagnosis cause sadly that comes with younger age with Down syndrome. But so y started probably picking up there is little changes that you then know in your gut instinct that is not right. That is out of her character or she has lost maybe she has not got the patience she had this time two months ago or odd little things were happening. I remember actually her coming into work and she had packed some very bizarre packed lunches and I would think oh you know that is not right either or things that she could do like use operate the till and it started to just dissolve a little bit and we were probably at that time maybe did not notice and we would be more present with her you know but two to three months ago she could have done that completely on her own. So those changes were subtle but yeah they started to become yeah they were there a lot forever really.
I: And what were the next steps then in terms of following it up or finding out what was behind that?
P: Yeah so the team would have started really documenting those changes. so at X we talk a lot about knowing the person and knowing what is normal for them so we use a base line assessment so there would have been a lot of comparing and thinking ok this is what Y was like a year ago compared to what she is now so that was hugely useful. And we also have something at X that is not our resource but it is an NHS it is called the anticipatory care calendar and we used that to document changes of health. So again it was not just and again we all try with good intentions maybe she is just tired or maybe it is hormonal or she going through the menopause all those but the health calendar would allow us to see those real changes that were just actually this is more than that. So we had that evidence to present to get a diagnosis. It was easier. I am not suggesting in any way it was really easy cause it can be sort of covered up with the disability but the fact was we had the evidence to say this is not right, this is not Y, this is not the way so her diagnosis again we can get some more information from her real core team but I would, she was diagnosed relatively quickly. Which allowed you know I am a strong believer if you think that someone might be living with dementia, especially someone with a learning disability you do everything in your power to make their life as comfortable as possible. You don’t always wait for that diagnosis you just think ok there is a good chance here this could be dementia, it could take, they might never get a diagnosis but we are going to do some adaptions to the house and things like that so we can support them continue to live a good quality of life together. And that is one thing Y and Z used to say to me all the time, I don’t want, we want to be together and we don’t want to have separate bedrooms and we want as long as we can we want to live as a married couple the way that was normal to them. 
I: Can I ask you what age Y was roughly around that
P: She would have been in her late forties. And it has been a good five or six years so they are in their early fifties now and I might be slightly, they might be yeah early fifties now. 
I: And it sounded that at the time when people were noticing changes as you said that it was helpful being able to compare just by really knowing Y so the staff team that were supporting where those people that had known her for several years or would you say that staff turnover was happening? 
P: yeah so we had people at that time in Y’s life that had known her for years since she was a young lady. So that was really useful to have and absolutely as you say that turnover can happen in social care in any ways of life but she had those people in her life that knew Y from when she was a young lady to who she is today. So that was helpful but the new staff that come and go and we want to absolutely ensure that consistency in her life having those resources like the baseline and you know what I like and dislike and those communication styles and that was so useful so they got their approach as best as they could. But at that stage you still could have that conversation with Y and she would tell you but absolutely started to become quite noticeable (0:18:27) that they were living together but they were living quite separate lives because of her change I guess as well so that was quite I remember thinking that was quite sad to see cause you would see this couple that was so in love but they were quite vacant with each other towards sort of part of that journey it was quite sad really. 
I: yeah hmm…and with the dementia diagnosis who became involved to then really confirm that it was dementia or how was that process?
P: The process it was not great and I was there when Y got her diagnosis and it was very much, it was supported magnificently by her family. So her sister was present, X (organisation) staff were there, I was there because they thought it would make sense for me to be there. It was told in her home which we really advocated on her behalf because we did not want her sitting in a doctor surgery. We wanted her to be comfortable, we wanted her to be in an environment where she could get up and being in control of that environment. Make a cup of tea, being the host that she is or was, you know she would make you feel welcome when you went, she is very proud that you are in her home and importantly we knew that Z should be there as well. So we were all geared up for it and she knew, you know Z knew what was going to happen, Y was not so sure but we did it very kindly but we were guided by the health professionals. So the consultant that had been working closely with Y and the way she diagnosed Y was, instead of using Y you have got dementia, which she would have understood because we had done a lot of groundwork together, it might not have stayed with her but she would have understood, she went on to say ‘you got the D word.’ (0:20:19) And we were all, it was like you felt cause we had all lived and breathed this day. Her sister had travelled a long way to come and to orchestra everyone being there to make sure Y was comfortable and for a health professional to, ah her intentions were probably good but it masked the real you know what absolutely Y needed to know clearly in simple language ‘I have dementia’, ‘You have dementia’, ‘what (participant name) has been supporting you with’, what you you know but to go ‘you have got the D word’ and it was very much dedede ok I am off. And we were like so we were left behind to pick up the pieces which was fine that is our job but it was a pointless exercise because Y was like ‘the what word? What is the D word?’ and we were like ‘oh no’. We were ‘dementia Y’ and we had a lot of accessible pictures that we got so we had been familiarising her with so she would recognise what that image, it was a picture of a brain we used and it had sort of, no it was not fire but it was a brain that was not what a normal brain would look like so we did lots of comparison work with her. This is a brain. This is probably what my brain could look like, this is what your brain could look like. So we did lots of that kind of work but for it to be yeah and again we have learned from that so next time or hopefully it has not happened again but we would say to the consultant Y and Z as a married couple need to have a you know they got support around them, they got people that they love, they are in a comfortable environment, you need to be honest and clear. Cause that can be very confusing moving forward, so that was the diagnosis from my memory.
I: And from your memory the health professional so was it kind of just stating ‘you have the D word’ or was there also some conversation so what does that mean? Was there any outlook in post-diagnosis?
P: It was very much on that day and again I was not, I was not living and breathing it moving forward but it was very much we will be in touch again at your next appointment, you next scheduled appointment and that was that really. And I remember her leaving, the consultant and we were all a bit sort of ‘oh no’ you know so I don’t really know what that went on to look like. I continued to provide that support to them both, have that person they could trust that was not a support worker. I was just slightly removed which I think helped in the process but then after a while I sort of dwindled away because I was guided to and from this day I still you know obviously pre-Covid we ran a really successful memory café. So for someone who had a diagnosis or a suspicion of dementia at X (organisation) and Y would come to that come rain or shine but Z would normally come as well. And it was quite odd actually Paula because they would not come, Y would come supported by her staff but Z would come just for a hug. He would come in just for a cup of tea and a hug and just I think it was that (participant name) is still there and or I know she is there but he would just pop in and say hello and off he goes again. But it was, it provided them both with something but in quite different ways. But then sadly we had to close that. We will be reopening in the future but again I have not seen Y now for a good year, I hear how she is doing but I have not seen her so I think her mobility has changed and her words are much less and routine is huge in her life. Lots of, she likes to indulge in just colouring and sort of this intense sort of work for her but yeah yeah
I: Hmm and how was that for Z at the point of diagnosis? How did if affect him?
P: I think again he looking back on that day on that afternoon when we were together I think he was a bit. He was always I remember it so clearly he was sitting on the sofa holding Y’s hand and I think it was again for him to think is that it? Is that all that we have been told? Again that support form his staff team to say look yes we had that and we needed, we did need that professional diagnosis to help Y get the right care she needed because we could then confidently present it to you now Y has got dementia, she needs this treatment or she needs this approach or whatever that might look like. But going back to Z, I think our role and especially mine was to make sure he had, without overwhelming him or bombarding him, he had enough information and he knew there was a place he could go to to say what does this mean or why am I feeling this way or why is my wife doing this now and I remember him saying to me a lot that at night she would become active (0:25:18), she would not go to sleep and he would be absolutely, he was so tired because he was up all night trying but he was over, he wouldn’t and again memories are just coming back to me, thinking out loud, he would not tell the staff this was happening, because he did not want her to, they did not want to be separated. So he would get up and help, whatever her wishes were, I think a lot was her wanting to have a bath at two or three in the morning but she started to have slips and falls and then evidence would be a bruise on her face and staff would then think and then Z would say Y slipped in the bath last night so the impact on him emotionally and physically was draining. He looked like a man with a lot of weight on his shoulders after a chunk of time. 
I: And did you feel the support that he needed that was really then provided through X (name of organisation)? 
P: Absolutely at the beginning it was provided by X but I am 90 percent sure that external professional got, are still involved to ensure that he has got that one step removed you know kind of therapy that he needs. Again that was quite a while ago but I know since, they are now absolutely in a stone’s throw from each other but Z was honest and open and they don’t share a bedroom anymore. It got too but you know it was taken it’s toll on Z and the guilt. You could see when he was like ‘it is ok. I will be ok (name of participant). I will be ok.’ And I was never, I was very mindful never to guide his, I always just listened and then made a you know I would think about it after. He was tired and he needed to know that he had options. He needed to know that if a decision he made didn’t come with an immense amount of guilt but the support could still be there. His quality of life started to really, he was not managing going to work, he lost weight [actively 0:027:25], he has OCD and his rituals that he does that were quite controlled became huge so that was very noticeable for staff that were supporting him. That his life now was being really affected by this and it is so sad to see because Y is unaware of it. Cause she was, her thoughts are completely taken up with the dementia, over her mind but yeah
I: Hmm and something that you said that sounded interesting if I can ask again, you said in the beginning doing the work with both of them but also with Z by himself you said you needed to be mindful of this balance between talking about what was happening but also not overburdening him. Can you say a bit more about this tension or balance?
P: Yeah absolutely so a lot of our meetings started where we are based in in X there was a lot of so we would go to a meeting room and I would come equipped with as much accessible resources as possible. But more so with a very open agenda of what do you need and it might be that that meeting we didn’t event touch on dementia, we didn’t mention the word dementia because emotions and just day to day was being spoken about. And again I am so super mindful to allow for that thinking time and that processing time and if they are there as a couple, as they were in my company a lot allowing for it is ok to be quiet around this table because all of a sudden I am quite influential and I can steer how that conversation could go if I chose to. And when we were talking about feelings we would use the visual emotion cards, so I would not say are you having a bad day? Yes (name of participant) I am having a bad day blah blah blah. How are you feeling? Let’s have a look and but we would equally do that, it wouldn’t be so I would choose my emotion card and they would choose theirs so it is a real joint collaboration of and not just me as the support worker and the people with the learning disability. It was very much doing things together and that helped. They learned to trust that it was ok to pick a card that had an angry face or that it was ok to pick a card that had tears so don’t feel guilty if you had a happy day but Y hasn’t. You are stronger for her when she is not. So it is that kind of process but then linking off separately I felt quite, I felt quite compromised to think I don’t want Y to think that we are chit chatting behind her back so she used to know why we were meeting and I would send and I would send them both a because it worked for them I know it does not work for everyone, but I would send them an accessible invite so it would be (0:30:11) so if I knocked on the door I had something to go ‘I am here to see Z today Y’ and then I would go ‘but were will be back in 30 minutes. We are going here. If you need us that is where we are.’ because I tried to put myself in their shoes if it was my husband and a male or female, someone coming and taking my husband away, I had dementia you know that paranoia can set in as well of you know what are they doing, are they talking about me, are they making you know what are their plans and I knew she would worry about that. So this real open dialogue between us all. And then sometimes I would say to them both you know Z this is your time but if you want Y to come today that is fine too. Or Y comes to the first part and then we ponder off and do something different. Once Y stepped away from that especially as her dementia progressed, she it was more oh they have gone and then she indulged in her colouring or her only fools and horses that she absolutely loved to watch so it was for me always respecting however  Y presented and towards the end, I mean she is still alive it sounds as if she has died and she hasn’t, towards the end of my support with them I would always treat Y how I treated her for the first time even though I knew her capacity was changing and she would not know once she shut her bedroom door me and Z or whoever he had gone off with but that constant, that respect is so important to keep that alive even in your heart if you know it it’s you know she won’t, that respect for them as a couple and still to have that to this day. Be creative in how you do that I think it is hugely important. 
I: And how was or is Z’s understanding of dementia and what it means?
P: He was, when were doing the initial work we all became dementia friends. So that was the Alzheimer society initiative but again X (organisation) had a lot of influence in that where we helped the Alzheimer Society create accessible dementia friends and I could run that so I ran dementia friends for them. That helped Z and we opened that up to some of his flatmates, to some of the people that were in their lives so so to give an example there would be one of Y’s friends would be coming to me quite frustrated that she was seeing changes in Y but she didn’t understand what dementia was so once she had a little bit more of an insight into that it was Y is not being rude because she is it is because of this or Y is not doing the chores in the house it is because of this or you know this is her dementia. So that understanding went further that supporting around awareness of dementia went further than them as a married couple, it was who was in their life as well. But Z understanding of dementia at this point at the time I believe was quite good but absolutely mindful that my job as a support worker was to revisit that with him. So it might be that I was with him the week before we went through a little about how dementia changes me or whatever resource we might have been using. But I would get it out again. I would not throw it in his face but it would be very much do you want to refresh this, do you want to look at it again, is there anything that we went through and normally it was what does that picture mean again, oh that was, that is dementia oh and then I would be quite clever I guess in some ways and go you tell me what that means then. What do you think? Cause it does not matter if you get it wrong. This is not a test and if he didn’t really understand what that image was then we would try and change it to something he would remember.  Or we but he could read as well so we put words against it so it was an ever growing conversation support really. 
I: Was there any resource or any information that you felt was particularly helpful for him?
P: Yes so the again, this all sat under the dementia project our internal project that we ran so we created a lot of living well, we named the series Vince has dementia, Vince and friends, so using that kind of resource were useful. Books beyond words was hugely useful for them as a couple because that allowed me not to put words into their mouths. So we would print off an image and maybe think about what that looks like, what that means to you. Books beyond words, dementia, the accessible dementia friends again but not doing it thinking this is going to be one hour together, it is very much revisiting that and doing it in digestible chunks was something that I found useful. And we had a ball, we actually still have it, it is a memory ball that we use just to take away the pressure of talking about the diagnosis as such it would be a memory I hold the ball and it might say on the ball what is my favourite TV show and I pass it to Y, what is my memory of a favourite pet and things. It is using things that would just take away the weight off the reality I guess (0:35:28) as well so I don’t. I would have a toolkit and stuff but I would be guided by what they need on the day I guess. 
I: And was there anything in the sessions with you and Z, which maybe also changed over time, but which you felt is something that he thinks about more. Or what were his main questions or thoughts?
P: I would say Z was, if he knew, he would come to you if he needed you so he knew for example that I would be in the hall, so it is called x hall and it was on his door step and I would be there twice a month and he knew that. So he could just pop in and ninety percent of the time if he was local he would pop in or he had my telephone number which he never used. I always used to remind him that don’t forget if I am not with you you can call me but he never did that. So that that but Z at that one point where the diagnosis was quite new and I guess understandably he was fearful those dates in the diary so when we met he liked another one to say ok this time next week we will do this again. But then they started to dwindle away. Did he get used to the diagnosis? Maybe the fear you know that because I suppose to anybody a diagnosis of something is you are not aware of is scary. How quickly is y wife going to change? Because it was to us looking in it happened very quickly but if you are living and breathing it it probably is not so but no he would, he he liked days in the diary and we were guided by him. But yeah knowing that he could change those days as well so if I met him on a day that he looked absolutely exhausted I would use my common sense to go look shall we, do you want to chat about Y today or do you just want to go for a drink down to the pub and have a pint and we would go down to the pub and he would have a pint and we probably naturally would start to talk about it but it was more of a you know so what have you been watching on TV Z? How are you? And that was a hugely important one and sometimes that is forgotten because our focus is on Y understandably it is getting our balance right as well which is quite difficult at times. 
I: Can you remember what kind of words he would use to describe dementia?
P: No, not really. A lot towards the end of my support with them it was very much just he would come in and he would just hug or be very emotional. So he would come into the memory café and he would sort of the eye contact was quite immense where before he would just look and I would pick up on that his body language and say Z are you ok, and he would be yeah so his words to me became less but the need and he has always been quite tactile but it was much more just coming to give you a bear hug and then off he goes again. Maybe he wasn’t getting that from Y anymore I don’t know but regarding his words he would use the word dementia, he would use that but I don’t know much more than that really. 
I: And what was Y understanding of dementia? Maybe initially
P: Initially with the absolutely I remember with the pictures and that revisiting of what we had gone through the week before she would definitely remember and pick up and she would say ‘that is in my brain. That is happening in my, isn’t it (name of participant)?’ and I would say yes Y it is and then we would talk about feelings a bit but yeah she definitely at the beginning had that picture of dementia is in my brain. (0:39:19) and then we would lead on, but what does that mean? It means I could forget things and then she would say ‘That is what I do isn’t it Z? Sometimes I forget things.’ And Z would go ‘yes Y’ and there would be lots of laughing as well and it was not all doom and gloom and we would have a little joke about we all forget things sometimes Y you are fine and sort of make her feel part of you know not on her own with it but no her understanding at the time now but I would believe she has is there now and she has no you know she has lost lots of her independence ahm. She is still living a good quality of life. She is still at home but she is in her own world now but I’d like, I don’t know if she would know Z as her husband anymore. From when I last saw them I remember Z saying to me that you know things had changed hugely and staff have said to me they are very you know quite isolated now. I think he visits her but it is that is hard on him because he is knowing that that is my wife but she is vacant sometimes and that can be heart-breaking so yeah it is tricky. 
I: Hmm can I just clarify because of what you said earlier so they lived together but they also lived with other people so did I get that right?
P: Yes
I: so they didn’t have their own bungalow but they had also flatmates living there?
P: So initially they were flatmates so they lived in what so sort of supported living so they would live in a shared flat with individual doors. So there would be four flats and you would have a communal lounge and kitchen. And they lived that way and then as their relationship developed and they got engaged they then lived on their own. So I would say for a good ten years they lived independently as a married couple with their own front door, their own keys and nobody interrupted them unless staff were due to come round and things like that. And now they are back, sadly they are back to where they were before the bungalow and they are back now in residential care. So they got 24 hour support where needed, obviously Y needs that hugely in comparison to Z yeah but that is where they are at now. 
I: And that is where they don’t share a bedroom anymore
P: yeah no not anymore
I: And is that also because you did mention that you also needed to do some work with peers and flatmates, is that in the residential?
P: Yes yes so when you hear those and I am lucky to know there is about fifty people that live on that site within those flats where you got your own bedroom door but you got your communal living areas. And sometimes I do I see the people there quite often it is quite local to me and I do hear some frustration sometimes you know Y has done this or and that raising awareness again because it does. We could sit round a table and we could talk about dementia in a way that is accessible for everyone around that table. (0:42:23) But what we learn is that things do dwindle back into our minds so it is revisiting that but not so Y is doing that for a reason, she has dementia, do we remember do we need to go over what dementia is again. Or do you remember when we had that workshop you know of course it is and you know we need to be patient and be kind but you also are living in the company of a person with dementia that can be challenging and scary and you know day to day, hour to hour in can change. So things when we were making Y’s flat more accessible, the bungalow that was happening with great intentions. Z is coming home from work and there would be things like maybe on the kitchen doors to help orientate her round the house which is brilliant but Z was not part of that process and he would rip them down. And he became, ‘Oh obviously he does not care’. Of course he cares but he has come home to a lot of changes in his home. All we needed to do differently was ‘Z what we are going to do when you are at work today’, or wait cause it is your home, ‘are you ok if we put pictures of what is in the cupboards on the cupboard doors so Y can continue to make her own lunch?’ ‘Of course I am’. But he came home from work, people had been in his flat, imagining you know if I came home today and there would be visual aids all over the house and I would be like (noise of shock). But then sadly as well sometimes when a person with a learning disability displays that behaviour then they are labelled as challenging but he is not he is just a little bit miffed that this happened so again it is that. I would have a phone call saying oh Z is not happy. Why? And I you know unbuttoned it all and it would be he didn’t know this was happening you need to and again that was for the flatmates  as well when they moved back into that residential support I was really open and honest to the staff saying you need, any adaption or changes you are making in the flat in the shared communal area  let the other know because it is their home. You know so it is so important to get that but then again the intention of the staff you understand where that communication is dissolved but it is ok we are doing this but do we need to get to the success of it. We got all these visual aids laminated for example, brilliant pictures, let’s wait and do this properly when Z is home or when the rest of the housemates are home and yeah yeah
I: yeah of course that it is their home but then you have support for Y but then how do you take Z along. (short silence) and of course you already talked about it but can you just talk me through it again like how the dementia progressed and how their life changed as a married couple after the diagnosis
P: So after the diagnosis looking from the outside in it looked as if it happened very quickly but they were supported and still are today again I am a little bit out of the loop now exactly with what is going on but they were supported and still were seen as a married couple. So staff that started to support them more regularly had to have more dementia awareness so we were really lucky we have this a wellbeing for life toolkit at X (organisation) that has loads of things that sit within that to help upskill staff and you know to be able to ask questions and you know we got our health team so that staff was a key to make sure that their approach was right as well but had to adapt quickly as well depending to where Y was within the day or within the you know but going back to ahm I lost my thought now Paula
I: That is fine 
P: I can’t remember what I was saying, I was saying about 
I: Yeah how it changed that the staff had more dementia awareness, they were maybe supporting them
P: dementia awareness yeah. Making sure that we were carrying the married ah Y and Z friends, allowing for family so we have got my role at X is to support families so we were making sure that they had all the information. We were signposting them, we were having honest conversations with them on this is what the future could look like we weren’t alleviate you know going down a path of like of course everyone has hopes but you know this is a progressive disease you know terminal illness and this is what is going to happen so that was really difficult to empower the staff to be able to have the courage to have those conversations because we all want to have hope to go Y is going to get better, she is not. We hope she lives a quality of life that is great but she is not getting better so that was a lot of work that had to be done with the family as well. And we have as we hold a flag at X to think we provide good dementia support and we do but we were tapping into external support as well. Why would we not, it is already there and there are some brilliant resources. So we have an admiral nurse at X now which is just phenomenal so if she had been in post when I was supporting Y and Z she would have been vital for me to connect with. She came into post about two years ago and she is wonderful but then I was at that point I was speaking to family to say ring the dementia UK helpline. They are there for Y, they are there for Z, but they are there for you as well. So it was just me feeling skilled in what was out there but I had that knowledge because of the memory café and you know we were inviting Z and Y’s family to the memory café, absolutely you are going to meet other people that are in your shoes, that have a loved one with a diagnosis or a suspicion of dementia so. It was just always thinking about Y but thinking who is in her circle, be it her husband, siblings, whatever that might be. So yeah that were my thoughts around that.
I: hmm and you said there was the support around the couple but you could also notice that things changed that before they were really close but you know they loved their routine but that then started to kind of chne slowly
P: yeah absolutely so Y’s dementia progressed and still is an Z could not cope with that. Because it was literally he had a doting wife who was there for him, who was very much wanting and willing to be that traditional wife. She would have her apron on and she would be in the kitchen and she would make his packed lunches and he was a very well looked after man. And obviously all of that started to change so again that support that we needed to give Z to understand that his wife was not just being awkward you know it was the dementia. So it was going back to that but absolutely sitting in that training room where they said to me they never want to be in separate beds made me so sad to think well they are now in separate beds. Because there is no way you know Z and I remember when they had their double bed it was then two single beds in the same room cause they wanted to be in the same room but now that is even further apart because of Y’s routine at night and Z’s need for sleep and it is yeah that continual reassurance for Z to say this is not a weakness on your behalf. This is the dementia sadly and holding on to those moments when Y has I don’t know a moment where she is married to Z again but he might not be in the same mindset when she is as well and it is really difficult. I is difficult but no their relationship now stands today very differently. I should have probably picked up the phone and got a little bit more of the last two to three months to share with you because I don’t know what that looks like. Because last time I saw Y she was on her own at work and last time I saw Z he was alone but that is quite normal day to day anyway but I am hoping I hope I sit but I definitely will find out what it is like for them today. But I know that Z is going through a lot of mental health issues as well. He has had a lot of support as well and that is ongoing around his anxiety and his rituals and things. 
I: Yeah so what kind of other supports were in place for both of them
P: Ahm so they had I think I don’t know if Y ever did, so we, they had a support from now they have support from the admiral nurse. Which is a really lucky position that we are in at X (0:51:20). So we got an admiral nurse who is employed by Dementia UK but she is on a seconded role with us. So I know that she has a lot of day to day input in their life, making sure staff, doing the job that I was trying to do I guess but it was not something I could continue to do cause it was not my main role. So they are having that support is there for them still as a start and I know our admiral nurse will support families around the diagnosis as well and I know that Z is having external counselling and I don’t know if that is ongoing and the learning disability team will be involved as well and I know it becomes complicated because they are both even though they have lived in (name of town) for all of their adult lives they have different local authorities so I know there is complications there with finances and things like that so I don’t know what that looks like but I know that they have an amazing team around them. That is all I do know from what I gather the support they are getting 
I: And what does their families involvement in supporting them or kind of in their role in everyday life?
P: Yeah so they both got very close family. Sadly I think because of the age they are as well they, both parents they are no longer here, they have died but they got very active brothers and sisters who have their best interests at heart. One is one of our trustees and Y sister is a lady that I have been involved in over the last few and they are still present in their lives and they are supporting and advocating that they get the best life they are yeah they were very blessed to have a good supportive family because sometimes especially when they were born as well that could have been deemed as well yeah they love each other but they don’t need to get married, do they really understand it and all those things but they were constantly supported with any ambition you know they wanted to go to Paris on their honeymoon, they went to Paris on their honeymoon you know it could have been steered oh let’s go to Butlins because that is where people with a learning disability go you know that kind but let them have those dreams and you know let them live together and let them but yeah I am sure their families had a lot of to help steering that and having that bit if a louder voice for them as well 
I: Did they go together on their so were they really quite independent did they go by themselves to Paris or was there support?
P: No they went, I remember seeing photos, they I think one member of staff who probably was there with them in the background a little bit you know so a restaurant was booked and they ate as a couple but maybe I was sitting you know a few tables away or outside knowing that they were safe but no they would have needed that help around so airport and currency and things like that but yeah if it was a bit closer to home they probably could have done it in a safe place on their own but not in another country yeah but they got there and that’s what they wanted. 
I: And you mentioned kind of really early on that Y she also had a memory box with like a veil from the wedding which was actually pre-dementia do you know if that is something that is still used or that helps her remembering?
P: You know I remember going round to her flat or her bungalow at the time and it had gone and she had and really she had thrown we assume she has thrown everything away from it so when she did not have a well you never know how long a person has dementia until the diagnosis but pre-diagnosis this box was her, she was proud of this box, any opportunity she would show you and I get that but when we thought this memory box would become useful much more it became a hindrance and yeah she completely threw it all away. You asked her where it was. ‘Where is your stuff in the box?’ ‘I don’t know’. So we could only imagine that she threw it away. We will never know, she could have it hidden somewhere else but no sadly because we all advocate about memory boxes and things like that to help to trigger memories and conversations but for her that was not useful but we also know that it comes in all different shapes and sized you know where she could have so I know pictures started getting destroyed as well so they were more laminated or hardcopies were kept and so that Z still had those as well excuse me so yeah no in a nutshell the memory box became useless for her with a diagnosis 
I: yeah that is interesting. 
P: yeah
I: Hmm and you said that also kind of some of the support you did with the family was also then talking about you know that dementia it also is progressive so it is not going to get better kind of more thinking about the future. Was that also conversations that you were having or others were having with Z or with Y around future, dementia not getting better
P: Yeah absolutely I definitely was having those conversations with Z and I think that is something that I have got better at over the last few years is having those honest conversations even though they are awful to say you know that that person is going to die they are not just going to go to heaven, to use that simple language where there is no confusion and when Z, I remember Z asking me ‘Is Y going to get better?’ and I remember thinking ah my heart was in my mouth and I was ‘No Z she is not’. And that quietness where as a caring and empathetic person that I am and I wanted to just go ‘oh no she is, she is’. But of course you can’t and I was like ‘Is there anything that you want to ask me again, so you know Y is not going to die tomorrow, well we hope not, we never know but we hope not but and he appreciated that honesty I think even though that came with sometimes tears or silence. You are sitting there thinking ‘oh god have I done the worst thing by being honest here’. I hope that he can pull from his thoughts that you know not just with me but my staff, my family were honest with me. They you know imagine if we weren’t, imagine if we said, yeah she will get better. Yeah there will be a medicine one day and we are leading him up the wrong path. It is just so difficult. You want to protect him but you got to being honest is probably is just feeling skilled enough to do that as well but yeah no he definitely benefited from the truth but it had to be then my job is to then ring up his staff team and say I had a conversation with Z today I have been very honest where he has asked me for my honesty. I have told him so can you please can you please sing off the same sheet as me cause if you don’t he is going to come back to me and say well (name) my support worker says she is getting better. With good intentions but then that undoes all the work that I have done and I am ‘Oh no she is not’. And we are back to square one so that open so yeah whenever we talk about anything like that, the good practice and I am hoping that people do pick up that phone and say look and even if they can’t they drop an email to say I have been with Z today and we have spoken about dedede and what I used to do I used to go away and bullet point what we spoke about and I have send it to his manager so that she knew. This is what we have spoken about today just in case he comes to you at the weekend when I am not around so yeah that helped I think. (0:58:53) Continuity
I: Hmm what was their legal situation like in terms of guardianship things like that do you know?
P: I think I would I am sure they both got power of attorneys and I would imagine they are both health and welfare and properties as well but at the moment I don’t know again this could have changed and I am sure it has for Y so someone has stepped in now to help her with making her choices around that kind of thing or completely being handed over to her power of attorney but Z I hope Z has still go capacity to make those choices but at X we really are advocating at the moment especially around advanced care plans and things so we know so we are not sadly when a diagnosis happens to Y with dementia we captured her wishes before her dementia came into play so we know what her wishes at her funeral would be, for this song to be played or the colour of flowers and that would be hugely important to her (1:00:01) but again it is upskilling staff to feel confident to have those conversations. Why would we want to fill out an advanced care plan for someone who is deemed to be healthy at 25 years old or 30 years old? Because we don’t know what is around the corner. Absolutely a sudden death but more so how quickly a diagnosis of dementia can just take away your, your choices, so we advocate a lot about, we are doing a lot of work currently around that so yeah. (1:00:29) I can imagine that the families they are and the security of that there would be a good plan in place and hopefully that would be the case.
I: and you did mention that for Z that yeah maybe more recently he has struggled with his mental health or anxiety is that also related to Y’s situation? 
P: I think primarily now a lot of it has probably been highlighted from that. I think he is a gentleman who has always had OCD to I don’t know how severe. I was unaware of it so it wasn’t. I knew he would sort of rituals and washing his hands and things like that but it became where it was not allowing him to live a normal life. So he would miss his bus for work because he was doing something or you know and unintentionally hurting himself because he would be washing away his skin and things like that would cause you know so there would be the horribleness around that. I probably believe that that was heightened probably by what he experienced and still is experiencing going his wife through. Yeah
I: I notice we already came to an hour, do you still have a bit of time?
P: yes, yeah definitely. I mean I have a Zoom at 3
I: OK ok no we will aim to finish before that. You know once you go into it there is so many complexities and everything. So can you say a little bit about the process when then the decision was made that they would need to move out of the bungalow. What had happened, how did it come to that? (1:02:16)
P: I remember cause we had, we supported not long before another lady that had a diagnosis of dementia and Down syndrome as Z and Y do, and they wanted and they did their best to keep her at home and I think once you have done you sort of fought that process and we knew that’s what Y and Z wanted, X did that as safely and for as long as possible until things like the night times falls were happening but even then they would put in security measures (1:02:50) where you would get an alert you know that Y has come out of her bedroom and things like sensors and things like that so I know that they were supported to live independently for as long but as safe as possible. I believe when Y moved back into the residential where they started their life together she was quite unaware. It had more of an impact on Z but then Z was isolated living in the bungalow because he didn’t really see anybody so I hope that it has had you know Y is safe for now because she has got 24 hour care support and Z has company when and where he chooses to have it. He can knock on the staff room flat and go hi can we have a cuppa together and he has got familiar people in his life. So yes that is my thoughts on that
I: Yes so did their lives also change after the diagnosis, because they used to do so many things together as a couple and Y was not as able did that then also impact Z’s activities?
P: Yeah absolutely so both of them and I don’t know if Z still does, they worked again pre Covid, they worked five days a week so they had busy lifestyles but their weekends would be absorbed with each other so you would see them. I used to work on site where they lived at the café shop and I would see them on a Saturday getting the bus together and things like that but then that started to become unsafe because you could see that change and understandably they would get into a taxi because that is safer you can get to where you are going much easier then getting on a bus and not getting off the right stop and things like that. And it was also things like Z knew what was right but then Y would be it is not stubborn but she would not want to get off the bus because it did not feel right to her so they got themselves into situations which were just like oh they were horrible really so no you absolutely started seeing them as more single yeah yeah. Family would I am assuming still are they are very present in their lives where they would encourage them to go out for dinner together but that would be supported well and maybe going in separate cars and Z being able to leave if it got too much or vice versa. But yeah they definitely started to or are different to what they were. 
I: And how is kind of Y’s dementia manifesting now? What difficulties is she experiencing or how?
P: When I last saw her, she, words were minimal. So we are talking about you know painting a picture of a woman that had a diagnosis of Down syndrome, she lived with Down syndrome, that was all. She was a healthy, fit , didn’t really to my knowledge require any other medication. She lived with Downs syndrome, she lived a very active and independent life where possible. When I last saw her words were minimal. Interactions with others, she was quite isolated, she did not want to be overstimulated, that would be quite traumatic for her. And then that is quite traumatic for me when I first saw her sitting in a corner, choosing to be in this corner with her back to everyone just indulged in colouring but no, there was just lots of black lots of but you know we to her that might have been cathartic but to me it was oh my god it is just this awful black and brown it was just but that is my perception it might not be but I sat with her trying without being overwhelming and in her face too much, trying to pull out something that I remember, something that might spark something in her and she was quite, I know she is in a wheelchair as well now but she required a frame very quickly and then required a wheelchair where five years ago she would be at our memory café dancing with Z in a ballroom kind of fashion, she loved that. Last time I saw her at the café she was in a wheelchair very sort of watching what the world was doing but just not the person she was. But yeah in the space of three or four years 
I: And you said because of course they are living kind of so close to each other they will still see each other but it might not always be that Y would recognise Z I think that’s what you said as her husband
P: Yeah absolutely and again I would imagine that has progressed even more but it might you never know I don’t know. I can’t confidently say that but yeah it was definitely the proud wife of this is my husband and I want everyone to know this was just like a vacancy really. She would go through the motions of, ‘come and have a photo’ and  she would, you could see but it wasn’t that what it was, this is my husband you know that definitely changed as well. 
I: Hmm and just looking back their whole journey or your involvement, what do you think worked well?
P: Yeah, honesty. Consistency so it could be you know I was asked to meet with them once. Z’s brother knew me and can (own name) do this piece of work, we trust her, they know her so it is a quick win because so absolutely but I could have done that one meeting and gone yeah that is done, they know a little bit. But I knew in my hears they needed much more than that. They needed that so yeah being honest, being consistent, having that accessible information but again when I left meetings or in their company I would be honest with myself to think I don’t think that any of that went in today because emotions were high so we need to revisit that or I need to at least have a conversation with their staff to say you were expecting us to learn this but it has not been learned so and it is just keeping that communication open with everybody to know what is going on so I am not just holding it all in you know so even though I knew this piece of work was important everyone was part of making that happen. But yeah my key thought is just as possibly as possible seeing them as a married couple and respecting that. Yeah honesty, respect, consistency
I: Anything that you felt was difficult in supporting them?
P: Yeah so like I mentioned before making sure supporting staff feel skilled to have those honest conversations so you would be doing this piece of work and then it would be unintentionally undone. With good intentions but protecting them as a couple so that was difficult. And sometimes when you knew they had a question sharing that information in a way that made sense threw me sometimes. How am I gonna answer this in a way that they are going to understand. And normally I would dig deep and find some way of doing it but then it would be very much you know being as a support worker being kind to yourself as well. I don’t have all the answers. I am not so that kind and I would say to Z ‘you have thrown me there. I am glad you asked that question but let me, I need to find out’. But I would always, always get back to him with something. ‘Remember when you asked the question around I don’t know Alzheimer’s disease or something, this is the information that you have asked for, I still did not manage to find anything’ but yeah and he respected that. He did respect that I think. 
I: hmm yeah I think those were all my questions thank you so much. I don’t know if there was anything I did not ask or you felt
P: No I don’t think so. You made me really realise by speaking about it for the last hour I need to blow the dust off and check in and see how they are. I spoke one of our nurses at (name of town) gave me an update on Z a few weeks ago to say he was not in a good place. That which is sad but yeah it is not too shocking really but I send you if you want. Do you want me to send you the case study?
I: yeah that would be really great
(conversation around asking family members and other staff to speak to Paula)
I: And can I quickly ask again so your involvement stopped, was that because of Covid?
P: My position was a seconded position, so I was my job was funded by the department of health so I was part of the dementia project and that came to an end. And yeah it just sort of dwindled away. I probably would have naturally it was not long before Covid so it probably would have stopped over Covid. But yeah it sort of dwindled away.

