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I:	Nice to meet you.  Thank you so much for taking the time.

P:	That’s okay, no problem.

I:	Do you still have any questions about kind of the information sheet or anything about the study?

P:	No, no, no, that’s fine, no.

I:	Okay.  And I know that it’s been kind of a few or maybe kind of more years ago since you supported…

P:	Yes.

I:	But yeah so maybe just to start if you can just tell me a little bit about them?

P:	Well the couple Y and X met about 15 years old at Craig Phadrig, and they were together over 40 years…

I:	Okay, wow.

P:	Mm hmm.  Very much in love, lovely couple; I can’t remember what year they moved into (service) at Fort William, that I’m not sure of.  Now it was when I think (service) was first built in Fort William but I’m unsure of the year.  But I started in 2007 and they were my very couple; the first day I shadowed was with X and Y.  

	So I supported both of them from then onwards, from the January 2007 and they were such a funny couple.  He used to run after her, you know, he used to call her the Queen of Sheba because she would sit there on a throne.  They would have two chairs together in the living room and they would sit side by side and hold hands.  And he would make her cups of tea, things like that and run after her.  

	So yeah, she was spoiled rotten, absolutely spoiled rotten.  But yes they had a lovely life together and then about 2012 Y started to sort of change and, I don’t think X was aware of…as far as she was concerned Y was still there and he was still Y.  She wasn’t aware that he was a different Y, if you get what I mean?

I:	Mm hmm.

P:	So to her he was still Y.  But he was very, moods altered and he became very grumpy and kind of, not difficult to work with but he had these moods that you had to sort of coax him out of.  But X was just her usual bright sunshiny self but we were more aware something was going on with Y and I think he got a diagnosis of dementia, I think in 2012. But he had other health things going on.  So Y would be about 55 years old round about that time.  

	Yes so and then I was supporting them, he was in bed in the end because he was unwell; his balance and mobility weren’t good.  So he kind of went downhill very quickly within a year and he was more on his own and less up together with X.  And he became quite kind of, not…but certainly his behaviour towards her changed; I wouldn’t say it was like she was a nuisance but he sometimes had no time for her, you know, he was kind of…so yeah, but she was totally unaware of it all really.  It was sad because she didn’t know what was happening to him and we just used to say oh Y’s not well, so we kind of explained that to her.  

	Then I was supporting with them both on, well he passed away on 17th of June 2014 and I was on shift that day with the two of them.  And I took X out, I was asked to take her out.  So I took her out for a run in the car and we had a picnic.  And do you know the funniest thing I always remember, and this shows they’re more perceptive than you believe.  Because the doctor was coming and I can remember it so clearly as if it was yesterday and we were driving in the car and she said to me; you’re taking me out the way aren’t you?  I thought, oh, oh; she just clicked that I was taking her out the road.  

	And then we had lunch and that, a lovely run.  Came back and as we were driving in, I can even remember it was half past two.  Drove into (service) and the manager was standing and she just shook her head and I went mm; and that was Y had passed away.  

	So we took X into her bedroom and the manager and I sat her down and explained what had happened.  But I mean she coped, it was unbelievable; I think we reacted more strongly; well I did, more strongly than she did.  She was really, how much she processed I’m not sure but we asked, you know, do you want to go and see him?  We left her with him for a wee while, she said good bye; but there was no, I expected a kind of meltdown; I don’t know what I expected.  But she was just very, oh he’s gone, and matter of fact about it; which was really quite bizarre how she handled it.  

	And then, you know, we supported her from then on, on her own, and she passed away, and it was a pity; a week before her sixtieth birthday.  I was hoping to have plans for her sixtieth birthday, we would all have a get together, a wee party in the flat.  But she was so unwell the last sort of six months then she got very bad dementia and went really downhill and her mobility went and she was bedbound and hospitalised.  Seizures, she was on seizure medication and all sorts and it she just went straight downhill.  

	But from 2014 to 2018 she was on her own and great, coped.  You know, we looked at photos of him together and, you know, and would talk about Y and, you know.  So yeah so I mean it was such a privilege to work with them both, they were such a lovely couple, they really were.

I:	So which year was it when she passed away?

P:	Two thousand and nineteen.

I:	Two thousand and nineteen.  And so was her dementia diagnosis also quite kind of maybe in 2018 and then it went quite quick, or?

P:	Yes, yes.  She went downhill very quickly in the last year.

I:	And can I ask, did both of them, I don’t know if you remember, if the diagnosis; was it a dementia diagnoses?  Or did they kind of give more information like was it Alzheimer’s or vascular…?

P:	It was dementia, it was dementia.

I:	Okay, like vascular dementia, or?

P:	Yes, yes, it was.

I:	And did they have down syndrome or what was their kind of…?

P:	Both.

I:	Both.

P:	They both had down syndrome.

I:	Okay great, thank you.  And maybe just to take you back kind of really to the beginning.  So you said they met when they were 15, do you know a little bit more about how they met?

P:	They were in a home together and it was called Craig Phadrig; and that’s where they met at about 15.

I:	So did they live there instead of with family, or?

P:	Yes, yes; and they were supported there.

I:	Okay.  And do you know how kind of people’s reactions, kind of in the home; like staff or family who was involved, how their response was to them wanting to be in a relationship?

P:	I think yes they were quite happy about it.  You know, they were very much allowed to be boyfriend and girlfriend back then, uh huh.

I:	Okay, okay.  And how long did they live there before they moved to (service)?

P:	I think it was, wait a minute, I think it was the late eighties they came to (service).  So I’m trying to think, I’m trying to work back from X’s…she was 60 in 2019 so she was born in 69.  No, 59, she was born in 59; so 59, 69…they met in the early seventies and then I think they moved to (service) late eighties.

I:	Okay.

P:	So they would be late almost 30 when they moved together into (service) in that flat.

I:	So in (service) then they had a flat together?

P:	Yes, yes.  And they were about 30 then.

I:	Okay.  And the home where they lived, was that kind of, how was the living arrangements there; how did that kind of look like?

P:	As far as I’m aware they weren’t like living, they both had their separate rooms at Craig Phadrig But they were just boyfriend and girlfriend but not living together.

I:	So was that kind of a place where there were several people all living having their bedrooms but some shared kitchen, living room…

P:	Yes, uh huh.

I:	Do you know how many people kind of lived there at the home?

P:	I think it was about 20 odd people.

I:	Okay.

P:	Quite a few came from Craig Phadrig to (service), there was quite a few of them came so they already all knew each other and then they all came to Fort William; and X and Y have family in Fort William.  Y’s father was very close, Y visited his father often and X had a sister and nieces in Fort William.  So the family were very much involved in their welfare and they visited them often.

I:	Yeah. And they were quite a part of the relationship?

P:	Yes, yes, yes.

I:	Did they ever, were they married at all or did they ever talk about wanting to get married?

P:	No.  Well X, in her head they were having a wedding, but no they never did.

I:	And how did their life look like before the dementia diagnosis.  Just kind of everyday life, what did they?

P:	It was lovely, they were just basically like any other couple, you know, they really were.  As I say he ran after her and, she was quite able but then her mobility went and she was, to let you understand she was big.  We managed to get her to lose an awful…we got her to go to Weightwatchers and lose a lot of weight.  But at first she was very big, she would be about, I’m trying to remember what she went from.  I think she was about, from memory, about 16, 17 stone.  So that’s why her mobility wasn’t that great, because she was a big lady.

I:	Yeah, yeah.

P:	And I think we got her down to about 12 stone I think, we got her to lose quite a bit of weight.

I:	Yeah.  And what did they do during the week, did they have some kind work or like workshops where they went to, or activities or?

P:	No, no, no.  They just went out on walks and things like that together, you know.  Were taken out wee runs and things like that.  But no, well X went to college after Y passed away.  She liked drawing and colouring, so she was quite artistic so she used to do a lot of colouring in and things like that; which she loved, she would colour in for hours and hours and hours.  

I:	And how much support did they have before the dementia diagnosis?

P:	Just limited, I mean Y dressed himself and X; because she was a big lady she needed more personal care, so we were more involved with getting her showered and dressed because she was a big lady.  We obviously did both their medication, helped cook their meals, you know, breakfast, dinner, that sort of thing.  But Y was quite, he was pretty able, you know, he managed to dress himself and shave himself and everything.

I:	And would they ever go kind of just independently the two of them kind of go out, I don’t know, shopping or kind of to cafes?

P:	Yes.  X went; we’d take her shopping on her own, yes.  And I’m trying to think, I think they had separate shopping days and Y got the things he liked and X…yes, I’m doing this from memory, sorry.

I:	No, I know, yeah.

P:	Yes they had separate shopping days.

I:	Okay, but a member of staff went with them?

P:	Yes, yes.

I:	Mm hmm.  And did they have time kind of during the day where it was just the two of them, without any kind of staff there?

P:	Oh yes, yes, yes.

I:	And what would they do then?

P:	Watch television together, listen to music.

I:	What kind of…?

P:	X was very big on country music.

I:	Yeah, okay, yeah.  And did they have some favourite programmes they liked to watch?

P:	Yes, they liked the soaps; Eastenders, Coronation Street, they loved watching them.  And Y of course was a football fan, so he liked his football.  He had a television in his room so when…it was his choice; he could stay with X or go through and watch something different in his room if he wanted.

I:	Okay. So they had separate, they had both their own bedroom in the flat?

P:	Yes, yes, they didn’t share a bedroom.

I:	Okay, they didn’t.

P:	It was a two bedroomed flat.

I:	Uh huh, and they always slept separately?

P:	Yes, yes, they did, they did.

I:	Okay.  Yeah and just to ask again once more about you mentioned kind of before that X would sometimes talk about her wedding or kind of things like this.  Was that every kind of talked about as a possibility, kind of, I don’t know, family ever discussed or in the service of, you know, should they ever get married?

P:	Not that I’m aware, no.  Not that I’m aware, no.

I:	Uh huh, uh huh.  Yeah and then can you tell me a little bit about kind of maybe when people then first started to suspect maybe dementia, or noticed changes in Y?

P:	It was mostly just, I’m trying to think, like he was just sort of responding differently.  Or he maybe wouldn’t answer you and you would repeat things.  Or he would kind of look vacantly, you know, just look at you and you’d think oh.  So you would say it again, so it was like he started to just kind of not processing things, you know; whereas before he was pretty sharp, you know?

I:	And who kind of first maybe talked about dementia or kind of noticed it; was it kind of staff or his family or maybe even X?

P:	I think it was the staff. You know, we just noticed and like he wasn’t his…his moods altered and yeah he wasn’t the kind of bright, cheerful Y, he looked kind of just you know, just his whole moods changed.  He was quieter and you know.

I:	And what was the process of getting the diagnosis then?

P:	Well there was, it was one of the community health people, (name), I don’t know if you’ve heard of him?  (Name) was involved with the two of them and I think it was (name) got the official diagnosis, from what I remember.

I:	And what was, maybe we can start with Y; what was kind of his understanding of dementia or kind of how was the conversation like with him about kind of…?

P:	We weren’t sure how much he was taking in really because he wasn’t very great at communication; like speech wise, getting the words out.  You had to sort of gauge it on his level kind of thing, keep it to words he would understand.  I think he knew something was different but I don’t think he really understood what was happening, which was probably quite scary for him.  And I think at times you could see he looked a bit kind of lost, you know, as if what’s happening to me, you know? Yeah.

I:	So was the kind of conversation on kind of more on his level; what was kind of helpful to say, like just kind of things like oh you know, you’re not so well or…?

P:	Uh huh, yes, uh huh.  We just kind of kept it simple; I’m trying to think how we actually put it.  I think we just explained that things were feeling different and that, you know, just to take his time.  And so we gave him more time to sort of express himself; so it took a lot more patience with him to try and, you know, because you could see he couldn’t get the words, you know, and you were trying to help him.

I:	Yeah.  Did he ever ask any questions, maybe even before the diagnosis, anything just about oh, what is happening with me or?

P:	Not many no.  If there were they were very few.

I:	And were there any conversations with X then about kind of dementia, what dementia is, what it means?

P:	Well we did, yes.  Again we tried to keep it at her level of understanding and; Y’s not well and that he would be a wee bit different.  And so I’m not sure how much she understood, she could see that he was getting a bit grumpier but I think it was just…we could see a lot of frustration in Y…

I:	Yeah.

P:	Yeah.

I:	Kind of more agitated and…

P:	Yes, uh huh, yes.  He still always knew who X was but he didn’t sit holding her hand and that at the end, you know; maybe he just thought she was somebody living with him or didn’t realise that they’d been together all these year, do you know what I mean?

I:	Mm hmm.

P:	Or that they were in a relationship.  I think near the end he just thought she was somebody staying in the flat kind of thing, not his girlfriend, do you know what I mean?

I:	Okay, yeah, yeah.  And it also sounded that kind of before dementia that, you know, he was really caring towards her…

P:	Oh very…

I:	So how did that kind of impact X because it almost sounds like, you know, the caring role, it’s reversed.  You know, he was the one who suddenly needed more care; how was that for her?

P:	Yes and because like he stopped doing things for her really.  We ended up doing the support work for the two of them because they both became less able.  So he gradually did less and then X was able to do less so she just kind of let us run after her basically.  Take on where Y left off, you know.  So yeah…

I:	Did she take on any kind of caring kind of roles or was she caring for him kind of a bit more when he had dementia?

P:	No, no, no, no.  She was concerned how he was and like she would put her arm round him to comfort him and that kind of thing; giving him reassurance but that was kind of, you know, all she did.

I:	How did he react to her giving him reassurance, was that helpful sometimes?

P:	Yes, yes, yes; because you could see him smile.  You know, she’d put her arm round him, you know…they still always sat together side by side, and she’d put her arm round him when she knew he wasn’t too good, you know.

I:	Yeah, so she…

P:	As if to say, I’m still here, you know.  She was letting him know; I’m still here, I’m still with you, you know.

I:	And did she ever ask any questions about kind of dementia or what was happening?

P:	No, very little.  I don’t know whether she couldn’t understand or didn’t want to know, I don’t know which it was; a bit of both really, a bit of both.

I:	And how did it impact on their families, kind of how were they involved when the dementia happened?

P:	Well the families were kept, you know, up to date with his health and they were very concerned.  But they knew that he was getting very good care so, and they visited when they could, you know.  And we took him over to visit his dad when we could so he liked that, going over to visit his dad.

I:	Yeah.

P:	So we tried to keep things as kind of normal as we could.

I:	Yeah, yeah.  And how did their kind of everyday life change because of dementia?

P:	Well their routine changed because they were able to do less so they were more kind of in the house.  Because Y got that he didn’t want to go out, and then towards the end his legs weren’t good and he was afraid to go out.  And funnily enough the same happened to X, her mobility got worse and then she actually stopped walking.  She just wouldn’t walk, she would go to a car; it happened one day I took her shopping and we came out the shop and at the door of the shop she just froze and she wouldn’t walk to the car, she just froze.  And I got kind of, because I knew in my head, I thought I’ve got to get her in the car and back home.  She just froze; she stood against a wall of the supermarket and just would not take another step.  

	So I had to calm her down and luckily one of the other workers happened to come out of Morrison’s who was in doing somebody else’s shopping.  And I said to her look, could you give me a hand and we took an arm each and we managed to get her to walk to the car.  And then when we got back to (service) she helped me get her from the car, and from that day X never walked.

I:	So did she use a wheelchair?

P:	Yes she was in a wheelchair from then on.

I:	Did Y also use a wheelchair, kind of towards the end?

P:	No, no, Y never used a wheelchair.

I:	Okay, mm hmm.

P:	No, and he just didn’t want to go out.  It’s funny, they both seemed to be afraid they were going to fall.  I don’t know if something happened to their balance or something but they both were afraid they were going to fall.

I:	Also maybe the vision?

P:	But they never had a fall so it was strange, I don’t know…

I:	Mm hmm.  And I guess their support also increased kind of with dementia, so was staff there more?

P:	Yes, oh yes.

I:	Did they still have kind of times in the day when they were kind of by themselves or?

P:	A bit less towards the end because Y needed a lot of care.  And yeah, each meal time…they still had some time at night but most of the time at night a worker would be in with the two of them.

I:	And during the night?

P:	Or be together and then a worker would start getting, you know, the evening support getting them ready for bed.  But towards the end X needed hoisted and everything; Y never did, he could always like walk about the flat but he wasn’t happy walking about outside really.

I:	So when they needed a hoist that was after Y had already passed?

P:	Yes, yes.

I:	Yeah, mm hmm.  And when he had dementia, kind of towards the later stages, did they need support during the night?

P:	No, no, no.

I:	So there were no issues with him kind of starting to wander at night or?

P:	No.

I:	No.

P:	I mean there was obviously the sleepover there if they needed but no, Y slept well.  He didn’t get up and wander or anything like that, no.

I:	And how was it for X when, you said that his mood sometimes changed or he would get a bit more frustrated or agitated; how did she respond to that?

P:	She was very sort of tolerant of it actually.  She was very, very tolerant but I think she sensed, you know, that he just wasn’t the same Y.  But she didn’t change towards him, you know, she was just the same as she always was towards him.

I:	So she kind of reassured him or kind of hugged him?

P:	Yes, uh huh, and she still spoke to him the same as she always spoke to him, you know.

I:	What did they usually talk about?

P:	Their own kind of, I’m trying to think, I’m trying to think of some of the conversation.  They would talk about things on the television but how much…they kind of had their own language, I know that sounds…he knew what she was saying and she knew what he was saying but we couldn’t make it out.  They kind of had their own wee language and because they were together sitting next to each other, you couldn’t hear everything they were…because they were kind of, no whispering together but, you know.  And they would say, and they would point to the television.  So yeah, they had their own we conversations.

I:	Yeah, yeah.  It sounded like Y did manage to stay at the flat until the end so you managed to support him kind of…

P:	Yes, uh huh.

I:	Till he died.  

P:	Yes.

I:	How was that more towards the end, to kind of support him in the real later stages?

P:	Well he in the end, and it happened to both of them; they stopped eating so their appetites went.  And of course that’s what weakened both, and Y just wouldn’t eat and then he ended up bedbound and so did X.  I don’t know if it was a swallowing thing, they both got a swallowing thing, or texture, but they wouldn’t eat.  So they were on the drinks, the 40 sips to get the nutrition.  Yeah so of course Y became weaker and weaker with not eating and then he went downhill quickly in the last couple of months.

I:	And what kind of other professionals were involved at this stage, did you have kind of palliative care involved?

P:	Yes there was the nurses coming in and the doctors coming and we got mobility aids.  Well there was mobility aids in the bathroom and everything, they were put in.  So we got everything in the flat that would help, but yeah there was a whole like multi-disciplinary team involved in both their care.

I:	Do you remember if there were any conversations about kind of his legal situation, kind of at that point or maybe even earlier?  So I don’t know if there was anything about guardianship or?

P:	Yes I think, now X’s sister had guardianship, Y, I’m trying to think with Y.  I think (service) had his guardianship but I can’t remember if a member of family took it over, or whether it was (service)?  (Service) held his guardianship; because he had a father…I’m trying to remember what family Y had.  Did he have a brother?  No, no, no, I’m remembering, it’s coming back to me now.  Yes Y had two brothers.

I:	Okay.

P:	Yes that’s right, I remember now.  No, no, sorry, that’s not, I’m getting him mixed up with one of the other, that’s (name) who had two brothers.  I’ve got mixed up with Y and (name); Y had a sister, there was his father and his sister.  But I don’t think his sister had guardianship or his father.  I think (service) had his guardianship.

I:	Okay, but the father was also still alive when he passed away?

P:	Yes, he passed about two years after Y.  He passed away I think two years after Y.

I:	Yeah.  And do you remember were there any kind of conversations or any kind of more difficult decisions that needed to be made about his end of life care, you know, in relation to how long to provide certain support.  Or when, you know, to withdraw a treatment or maybe about, you know, should he be supported at (service) or were there conversations about him needing to move?

P:	Well yes I think that was spoken about with the family and I think they wanted him to have his care at home, they weren’t wanting him hospitalised.  He didn’t have a DNR or whatever in place I don’t think.  X had, the family, it was all discussed and X had a DNR in place.  I don’t think Y had, he was to get care at home, that they weren’t wanting him to pass away in hospital, they wanted him to be at home.

I:	And as you said, those decisions were made kind of with family…

P:	I think by the family, yes.

I:	By the family.

P:	Uh huh.

I:	Yeah.  And how was it for X kind of, you know, things changed, you know, that his mobility wasn’t as good anymore, you know.  There needed to be changes to adapt the bathroom, more kind of health professionals coming in; how did she respond to that, what was her understanding of?

P:	A limited understanding, she was basically just the same X, you know.  She did her things and enjoyed her things, she just knew Y was there beside her; and was happy with that, you know.  She was just happy that they were still together.

I:	Yeah was she involved in kind of the conversations about, you know, that he should be cared at home or should he go to hospital?

P:	She was I think, you know, but again her understanding was very limited.  But, you know, we knew she wouldn’t want Y to be in hospital, you know, so.

I:	And were the conversations with her about, you know, the changes that were made to the bathroom and, you know, now that he needed more kind of equipment?

P:	Yes, uh huh.

I:	Yes mm hmm.

P:	Yes and she was very happy about that because it helped their daily life really, it was a big help.  And he got measured and got a new chair to help him.

I:	Mm hmm.

P:	So I remember he had got his lovely new chair, he picked it specially; and it was blue and he liked that because his football team was blue.  And he loved his new blue chair.  It was so he could actually get his feet on the floor and, you know, he felt more comfortable.  So he loved his new chair when he got that.

I:	So was he a Rangers fan?

P:	Yes, indeed.  Very much so, very much so.

I:	And how was his kind of speech or communication towards the end, did that also change?

P:	Yes, yes it diminished.  You had to go by; he was actually very good at Makaton so we used Makaton.  And he was very good but you had to go by his facial expressions because he couldn’t get the words out, he’d just kind of grunt and, you know, make noises.  But you knew whether he was happy or angry or annoyed, you know.  Oh he would soon let you know when he was annoyed; oh he’ll let you know, he’ll let you know.

I:	Mm hmm.  Yeah how was it for the staff to kind of support him, was he the first person kind of also to develop dementia; so how was that for kind of you and others?

P:	It was just very sad to see the deterioration and the decline.  Because, you know, we all loved them to bits because they were such a wonderful couple; you know, we loved them to bits.  So yeah we were all just keen to keep them as happy as possible, keep them together and just support them as best we can; so yeah.

I:	And did you feel that it kind of required a different approach or kind of different knowledge or skills to respond to dementia?

P:	Oh yes, yes.  Again, it involved more kind of like less verbal communication so you had to work hard at looking at his face.  And, you know, being a lot more patient, because the two of them there was no way you could rush either of them.  Absolutely not and when Y dug his heels in he dug his heels in; and he would do it in his own time.  He’d give you that…the brows went down, you know, and you knew oh right okay, you know?  

	So it’s just learning to kind of step back a wee bit, back off a wee bit and let him, you know…because you could see he was still wanting to do it and you could tell by his face he was kind of; no, let me do it, you know, let me try.  So you’re kind of, okay, you know?

I:	Yeah.

P:	So you would say; would you like a hand, you know?  You would ask, it was all about asking his permission very much so, you know.  Is it okay if I, would you like me to; and it was very much, yes.  So that he still felt in control; you weren’t saying right Y, you know, it was letting him still be in control.

I:	Mm hmm, mm hmm.

P:	Would you like me to do this or would you like me to help you with that Y?  And you know, so it was, you know, just keeping…because obviously they were getting less empowered, I’m sure they could feel the sort of not power slipping away but…and you didn’t want to take everything away from them.  And just, you know, we’re coming in and doing everything for you and you’ve got no say in the matter, you know; and completely taking over.  It was about them this being very, very much involved in their care, at each step.

I:	Yeah, yeah.  And X, did you feel that she needed kind of more emotional support from staff as well?

P:	Oh definitely, oh, tons more; she would get weepy moments and she would ask for a hug.  So you would give her a hug and I mean we were only too glad to give her a hug or give her emotional support.  Yes she needed tons more emotional support.

I:	And do you feel that was related also to his illness, kind of seeing him…?

P:	Yes, yes, seeing him deteriorating.

I:	Yeah, yeah, yeah.  But was it more, so she was asking more kind of a hug or physical support, rather than really talking it through…?

P:	Yes, yes.

I:	Yeah, yeah.

P:	And sometimes that was enough, just to reassure, give her a hug and say it’s going to be okay X, you know.

I:	Yeah, yeah.  And what was her understanding towards the end when it was kind of as you said that maybe it was clear that he would be passing away in not a too distant future.  How was that for her, how much was she aware or?

P:	Oh I think she was pretty aware.  He was totally in bed the last, I can’t remember how many weeks.  So he was through in his room constantly because he’d stopped eating, so he was only getting drinks through a straw so he was getting weaker and weaker.  She would go through, you know, we’d take her through and sit with him for half an hour, at the side of his bed.  She would talk to him and stroke his head and, you know, which was lovely; so it comforted her.  

	I’m not sure how aware he was of who she was, you know, that it was X his girlfriend, but he was still pleased to see her, you know.  But then she would go back through and she would just be on her own, so all that changed because she was then in the living room on her own without him sitting next to her.  So there was this physical empty blue chair reminding her that Y’s not sitting next to me, he’s through there in bed very ill.  And it was a difficult sort of step for her.

I:	Mm hmm, and were there conversations with her around that he would die, before he died, or was that?

P:	Yes, yes.  I can’t remember how we, but she knew he was very ill and I think she knew, you know.  And the doctor was coming in regularly, I mean it was every day that the doctor was coming in...

I:	And did they also talk to her?

P:	Yes, yes.  So I think the doctor spoke to her and said, you know, how ill Y was.

I:	Mm hmm, yeah.  

P:	But I mean it really shocked me that day I took her.  She knew because as we were driving out she saw the doctor arrive, the doctors car arrived as we were going out and I think she knew.  But actually, she was aware that I was taking her out the road while the doctor was there.

I:	Yeah.  And how was it, I mean you said a little bit kind of, you know, when you came back and he had passed away.  But kind of also more the days and weeks after, like was there a funeral?

P:	Yes, yes, yes.  And oh she had a lovely voice and her favourite song was Amazing Grace, so she sung Amazing Grace at his funeral.  Which oh, you know, the whole place was, you know, it was just so emotional.  But she coped amazingly; she found this inner strength we just didn’t know was possible; we couldn’t believe it.  You know, you would have expected her just to kind of go to pieces but no, she held it together and, you know, she was very; okay this is happened; now I have to move on without him.  And she did and she coped brilliantly.

I:	And she continued living in the same flat?

P:	Same flat, yes, right to the end till she passed.

I:	Mm, how was that for her, kind of just him not being in the flat?

P:	Well obviously Y’s room was emptied; his bed went out, his blue chair went away because obviously he didn’t need that anymore.  So yeah, and we decorated the flat and she actually got a new lovely pink chair, a beautiful pink chair with recliner so she could sit back.  So we kind of rearranged the flat so it was now her choice of decorating colour and flooring; very much involved in choosing everything.  And we got her flat, the living room all decorated which she loved; so then it became her space.  But she adapted very well, very well indeed; more than we expected.

I:	And you said she still sometimes kind of likes looking at pictures of Y and talking about him…?

P:	Yes, yes, and we looked at; oh there’s you and Y, you know.  But, excuse me, neck to her chair she had a kind of board and she’d photographs of family, her and Y at a fiftieth birthday party.  The two of them having a dance at her fiftieth birthday party, that was her favourite photograph.  And they both looked just, they were so smart, she looked gorgeous.  So that was her pride and joy, this photo of the two of them at her fiftieth birthday party.  

	So she had photos beside her of her and Y or her family which she looked at all the time, but she also had a photo album that we’d go through; and it was them as teenagers and everything and we’d have a good laugh.

I:	Yeah, I mean so long…

P:	She had a wicked sense of humour, a wicked sense of humour.  

I:	Yeah, and I mean 40 years is such is long…

P:	They were 40 years, yeah.  I think he’d be about 56 or 57 when he passed; she passed just a week before her sixtieth.

I:	Yeah.  Did she still have any involvement with his family, after Y had passed away?

P:	Oh yes, yes, yes, uh huh; she kept in touch with; well she was at his dad’s funeral after obviously he’s passed.  She went to his dad’s funeral.

I:	Okay, yeah.  And just one kind of question just to take you back a little bit.  When you said about Y that he had stopped eating, and it sounded like that was also similar with X towards the end.  So how was that kind of for you or people involved in making the decision of, you know, you stop trying now to give the food and, you know, it’s kind of something that’s accepted.  Was that difficult or?

P:	Well it was over a period of…we started obviously, really soft food, and we’d kind of put everything in the blender so it would be like, just say mince, peas and potatoes.  It would be mince, peas and potatoes but we’d put it in the blender and give them that so it’s soft.  I think there must have been, I don’t know why that…a swallowing issue, they don’t like, it was hard for them to swallow any…or a choking, maybe they were scared of choking or felt they were choking.  

	So it was gradual from blended food to them not even wanting to swallow that and then…so they were eating that, they were having that for quite a while and then it was the 40 sips to get the nutrients.  But then it was just like, you know, liquid, you know, they would only drink liquid.  So obviously you could see…I think they’d both lost, well their weight because they weren’t eating, getting calories, their weight just went, you know?

I:	And I guess…

P:	And it was very hard because, you know, we couldn’t force them to eat and we knew stopping eating wasn’t going to be good.  So it was very difficult for all us, very difficult emotionally because you were so emotionally involved with them as a couple, you know, because we loved both of them dearly.  

I:	So what support did you have?

P:	Well I mean obviously you could talk about it at supervision meetings, you know, but I think we all kind of supported each other.  You know, as colleagues, you know, we would talk about them and we all just did our best for them, you know; kept them as happy as possible, for as long as possible.

I:	And I guess that kind of the end process was also very much led by the doctors and the family?

P:	Yeah.

I:	Yeah.  And maybe just as the last question; what do you feel were kind of some their, you know, most favourite memories or kind of special occasions that they liked to remember as a couple?  So you mentioned the fiftieth birthday, were there kind of other ones like that?

P:	Yes.  Oh they were both, they both loved a party; they loved music.  Well X, she sang a lot and she loved country music so we’d put on, it was Dolly Parton, Kenny Rogers, Patsy Cline; that would be on in the flat while we were doing the housework and that.  Put that on, X would be listening to her music and she loved that.  

	So yeah they loved going to the other tenants birthday parties; social events, things like that, they loved things like that.  I think they went to, there was things on at…like there would be New Year parties, they went to that; yeah any social occasion they would enjoy that.  

	They just enjoyed time together but the fiftieth was a very special thing, I can’t remember about Y’s fiftieth, he must have had a fiftieth.  I can’t remember when that was…well I started supporting them, it was 2007 so I’m trying to think, I don’t know what age Y would be.  So wait a minute, 2009 would have been X’s 50, yes I was working at (service) in Y’s fiftieth.

I:	Okay.

P:	So that’s why I, there would have been but I don’t remember.  When I started in 2007 and then X’s birthday was 2009.

I:	Yeah and actually, and I think this is my last question then I’ll let you go. But so when X had dementia later, did she ever make connections to Y or like, you know, or something is happening to…?

P:	No, do you know the strange thing was she stopped mentioning him altogether.

I:	Okay, mm hmm.

P:	Yeah, it’s like she forgot him, yeah.  I don’t know if it was because she was all these years in the flat just X?  And so obviously he wasn’t in the flat, so gradually she forgot about him.  And certainly, she didn’t mention, you know, you would mention it.  It was just blank, it was like she didn’t remember; which was so sad that she forgot about him in the end.  You know, when they had been 40 years together.

I:	Mm, and was she aware that something was happening to her or that kind of in the beginning, or?

P:	Yes because again, she got frustrated.  Her communication was better than Y’s but she would talk about things like pre-Y, as a child.

I:	Okay.

P:	Things came back to her.  Like there was photographs of her maybe about 14 or younger.  And she would say oh that’s me with my mum; I think she was called after her aunty X.  That’s me and aunty X at Scarborough or whatever; she could remember where it was in that photo funnily enough.

I:	Yeah.

P:	And yet she didn’t remember Y in the end, which was so sad that he was just kind of forgotten in her life.  And in the end she didn’t know who we were; she knew we were people coming in but she didn’t know our names or.

I:	Yeah, yeah.  And it sounded as both of them had went quite quick, yeah, mm hmm.

P:	Sad.  It’s hard to deal with, yeah.

I:	Yeah, yeah.  Yeah thank you so much…

P:	And I was with her the morning of her last day as well.  She actually, I finished my shift and she passed away half an hour later; so I was almost with her…she was getting 24 hours, so there was workers sitting with her through the night…

I:	Okay, mm hmm.

P:	She had 24 hour support towards the end.

I:	That’s so nice that both of them were able to stay in the flat towards the end.

P:	Yes it was.

I:	That’s really special I think, yeah.

P:	Because she’d been hospitalised because of having a lot of seizures, but in the end we all got taught how to give her seizure medication.  Midazolam, and in the end she was bedridden and on the Midazolam pump and the nurses would come in in the morning and see to the Midazolam pump.  So we didn’t have to do that thankfully, we just saw to her care.  And then she stopped eating and drinking and that’s, you know…

I:	Mm hmm, mm hmm.

P:	And it’s basically towards, it’s just basically their heart that’s keeping them going.

I:	Mm hmm, yeah.

P:	Once they stop eating, stop drinking, you know, and it’s just basically it’s their hearts are so strong and that’s what just keeps them going.  And then her breathing just got less and less and that was it; and I knew when I left it wasn’t going to be long, and it was within an hour.  I wish now I’d maybe stayed another hour to be with her to be honest, I wished I’d realised actually, because I would have loved that.

I:	Mm yeah.

P:	Because it was a very young worker that was actually with her, she was a very young girl, only 20, who was actually with her.

I:	Mm hmm.

P:	So it might have been…and it upset her terribly.

I:	But I guess…

P:	She was quite a new worker and she was so young…

I:	Yeah but it must be so difficult to tell when is the end, kind of gauging that?

P:	Yeah.  In hindsight I wish I’d realised and thought; I think I’ll stay on another hour, even just to support that young worker.

I:	Yeah, yeah.  Mm hmm.

P:	You just don’t know and that’s it.

I:	I know, yeah.

P:	But they weren’t alone, neither of them were alone so.

I:	I know.

P:	Yes, which was lovely so.

I:	That’s good, yeah.

P:	And it was very peaceful for both of them at the end, very peaceful.  It was actually very strange because the last day that…I always remember because it was actually my wedding the anniversary of Y, 17th of June that Y passed away on; it is my wedding anniversary, that’s why I’ve never forgotten the date.  And the day before and the day, he kept looking; he was in bed and he kept looking up at the ceiling in the corner and talking to his mum.  And saying no, no, no, as if his mum was wanting him to come and he was saying no, I’m not coming yet, I’m not ready.

I:	Yeah.

P:	And he was like no, no, no, you know; shouting at his mum.  It was like she was saying c’mon Y I’m waiting on you.

I:	Yeah.

P:	And he wasn’t wanting to go.  Strange, it was very weird.

I:	Yeah, so special to witness kind of the end of people’s lives…

P:	Uh huh, yeah.

I:	Yeah, such a moment, yeah, yeah.

P:	Uh huh.  And I can’t remember them saying it’s okay Y, you know.  I don’t know if they said that to him?  Oh no it was the doctor that was with him so no, they probably wouldn’t; the doctor was actually in with him.

I:	Mm hmm, mm hmm, yeah.

P:	So they probably didn’t say to him it’s okay you can go to your mum now.  He fought it to the end, he really did fight on till the end; and I think it was just his heart’s like; I can’t keep going any longer.

I:	Yeah, yeah.  Yeah, thank you so much for sharing all of that, it was so special, so special memories…

P:	Oh that’s fine, it was such a privilege; and I would say if anything I would pass onto anybody dealing with that is, just be more patient, you need tons, be very patient with them.  Because they are going to get frustrated and kind of angry because they can’t express what’s happening to them.  And just watch their expressions and, you know, and keep their life as normal as possible, for as long as possible.  And showing them photographs is a great, you know, a memory thing, memory tool; and it will bring back, you know, nice times.  But definitely you need an awful lot more patience. 

I:	Yeah.

P:	But no, I’m happy to have helped.

I:	No yeah, thank you so much.  And I guess because I was thinking oh would there be other people who were involved kind of that we could talk to, but I guess it’s been kind of so long that, you know, I think Jan mentioned, you know, there’s not really contact with the family anymore or…?

P:	Uh huh, yes, uh huh.

I:	Mm hmm, yeah.  No but thank you so much, it sounds like such a special journey…

P:	Oh it was very special, very special.  Very emotional journey.

I:	Yeah.  And we are going to send everyone, because we have now the stories of eight couples…

P:	Oh lovely.

I:	Which is kind of nice and, you know, at very different stages, some are still in the early stages of dementia, some, you know, as in this case, both partners have passed away.  So we will be sending everyone a little summary of, you know, what we’re finding…

P:	That would be lovely, yes.

I:	Yeah, so I can email that to you…

P:	And I can pass, let others read it, you know, that were involved.

I:	Yeah, yeah, that would be great.  Okay, I think that was all my questions, I don’t know if there’s anything else that you think…?

P:	No, there’s no questions from me thanks, no.

I:	Okay.  And how are you feeling now, I know this is kind of emotional…

P:	Yes, no it’s nice to, you know…it is emotional because you’ll never forget them, you know what I mean?  They’re just in our hearts forever, you know, the two of them.  I get comfort from thinking the two of them are together and well wherever that may be.

I:	Mm hmm, yeah, that’s nice, that’s a nice thought.  Good.  Okay, yeah so thank you so much and if there’s anything just get in touch.

P:	You’re very welcome, you’re very welcome.  Now take care, have a nice day.

I:	You too.
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