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I:	Hello.  Oh…

[setting up call]

I:	Great.  Hello.

P:	Hello?

I:	Hi, glad it worked.  

P:	Yes it did, thank you.

I:	That’s perfect.

P:	I’ve got the lights behind me, is that too much?

I:	No, that’s fine, I can’t…yeah, that’s okay.  So, it’s nice and sunny in x?

	Is it nice and sunny where you are?

P:	No, it’s grey at the moment, but it’s intermittently sunny.

I:	Okay, well probably better than here.

P:	It’s probably not actually, it’s very chilly at the moment, which is typical for this time of year.

I:	Right, thank you so much for taking the time to speak to me.  So, I think, I sent already the information about the study, but this is really just to have a conversation about your experience of Y and Z’s journey and kind of, what do you think worked, you know, maybe some of the things that could help other couples in a similar situation.

	And I will be recording our conversation, not kind of our video, but I have like an audio-recorder.  So, this is just for me really, afterwards, to remind myself, so no one else will listen to it.  

P:	Okay.  Now, have you been in contact with Z’s mum?

I:	Yes.

P:	So you’ve got, okay?

I:	Yes, so I did the interview with her as well, yeah.

P:	…not so good, you keep freezing, I might have to, we’ll see.  Let me see if I close a few things, if that helps?

I:	Yeah, or maybe we could also stop the video otherwise, if that helps?

	We’ll have to do it without the video.  

P:	Let me close…you know how it is, you end up with lots of things open?

I:	It is, yeah.

	Yeah, if it stays like this I can also just switch off my video, that might make it easier.

P:	I’d sooner switch off my end, to be honest.

I:	Yeah, you can also do that.

P:	Let’s see how we go, that might be better.

I:	Yeah.  And then the only other thing, so also, in any write up of the study, when we talk about the findings, we wouldn’t use any real names, so that you are not identified.

P:	Okay.

I:	Good, but you’re happy to take part, or do you have any more questions otherwise, about the study?

P:	No, not really.  I actually found out about the study via Z’s mum, X.  Have you been working with X, or just as part of an interview process?

I:	Just as part of the interview, yeah, so it was the first time I met her, yeah.

P:	Okay.  

I:	Good.  Yeah, so to start, kind of to start maybe at the beginning.  If you can tell me a bit about how Y and Z met, what you remember from kind of when they first met, and how their relationship started?

P:	Well, it was, I’ve just done back through some photographs, and I’ve got some dates.  [That’s actually 00:04:31] in May 2007, but Y and Z knew one another from much earlier on, although there was no relationship there.  (Z’s mum) first got in touch with us through the work that she was doing, the research that she [inaudible 00:04:52] when Y was two, so that would have been…

	[connection problems]

I:	I think you’ve frozen for me.  

P:	Hello?

I:	Hello.  Yeah, things have…

P:	Paula, shall we turn the video off?

I:	Yeah, let’s try that.

P:	See if that works.

I:	Yeah.

	Let’s try that.

	So there should be kind of a but…yeah, perfect.

	Okay, so hopefully that…

P:	Yeah?

I:	Yeah.

P:	Okay, so I knew (Z’s mother) and I knew Z [from her being 00:05:51] two years’ old, but they actually got together in 2007, they were both staying in residential care, run by social services in Havant and there was a very friendly [inaudible 00:06:11] had three different houses, but the residents used to go in the houses and, as I say, a very friendly, supportive atmosphere.  And Z actually made the first [move, she 00:06:25] used to go and see Y for breakfast.  At the time Y was living in a very small bedsit, as part of the same complex with a view to him moving into supported living, and Z, as I say, used to go over for breakfast, and used to stay for quite a lot of the day, and the relationship really blossomed and grew [connection lost].

I:	Mmm.  And, oh, can you still hear me?

P:	Yes, I can, yes.

I:	Okay.  And how did you and others initially react when you learned about their relationship, or kind of the beginning of their relationship?

P:	Well, I had no idea, we’d actually taken Y on a holiday with us to Portugal, and when we took him back to his residential placement, the [manager said, there’s a 00:07:33] certain young lady who’ll be very pleased to see you.  And [that was the first indication 00:07:36] that I had that there was this…

	[connection problems]

I:	Oh, I think it has broken up again.  Oh…

P:	That was at the end of May and I distinctly remember because  [we brought Y home 00:08:12] for a significant birthday party, and by the end of July, Y actually brought her home to us for the first time, for my birthday.  We had a birthday tea together.  So, that [inaudible 00:08:33] for the first time.

	I’m getting messages to say that my internet link is unstable.

I:	Yeah, I think I…I’m getting most of it, but sometimes it seems to break a little bit.  But hopefully it will just get better.

P:	I hope so, can you make sense of most of it?

I:	Yeah, yeah, I can, yeah.

P:	Okay.

I:	So, and how did you feel, kind of, the staff at the service were supporting it in the beginning, the relationship?

P:	Oh, very much so, they had, the manager at the time, the big boss as Y and Z used to call him, was incredibly supportive, and I think actually, oh, how do I phrase this, made sure that the relationship blossomed, and had every opportunity to blossom, rather than him stick to all the rules and regulations that were required?  Because it wasn’t long before Y and Z were living together, and Z was spending the night with Y, and I don’t think it was quite within the rule book of social service [at the time 00:10:02], so the interests of the couple, I won’t say young, but the couple, Y and Z, very much came first.  

I:	Aha.  How old were they when they got together?

P:	Y was 29 and Z was 38.

I:	Okay.  And how did their everyday look like together, as a couple, before the dementia diagnosis?

P:	Sorry, could you repeat the first part of that?

I:	Yeah, so how did their life as a couple look like together, just their everyday life, before the dementia diagnosis?

P:	Oh, incredibly caring, supportive.  It was always felt they complemented each other quite well.  Z’s language skills were a lot better than Y, but Y had far more self-confidence [with Z in that instance 00:11:13] tagging along more.  It brought out a caring side in Y, that I didn’t know he had at that level.  It was quite humbling actually to see, in so far as, you know, they would look at each other and there would be the dreamy eyed look between them.  I mean, it was just a pure, sincere honest relationship, of the sort that I don’t think I’ve seen between any other couple.

I:	Aha.  

P:	Does that make sense?

I:	Yeah, yeah.  Very similar to what (Z’s mother) was also saying, how they were complementing each other.

	Were there, at the time, did they ever talk about wanting to get married or…?

P:	Oh yes.  We, first of all, from the outset, both families were very supportive and welcoming, as I said before, particularly (Z’s mother).  And (mother) and her husband were divorced so Z’s father had remarried, and they were equally supportive of Y going to stay with Z.

	The…in 2012, no, I need to go back, in 2008, [we had a party 00:13:08] which we held at the offices where (Z’s mother) was working and running her research programme, and it was a super party, there were lots of people there, we organised a disco and food, and actually we invited all of the people who’d been [connection lost ]…

I:	Oh I think I lost you there…

P:	…and at one point, (Z’s mother) was very supportive of the idea, and said, well what have they got to lose, you know?  Let’s go ahead with this.  My husband and I were more cautious, and felt that they actually had nothing to [connection lost]…being able to support each of them in turn through whatever lay ahead, you know?  Particularly with Social Services, with benefits, with longterm care.  

I:	Aha.

P:	So we [connection lost] but by this time, Y was ordering catalogues [connection lost] wedding dresses, venues, where they were going to hold the honeymoon, he’d got it all worked out.  Mainly because he’d become a keen watcher of Eastenders, which I imagine they do have parties and weddings and things on Eastenders, but also our eldest son had got married, and I think he very much wanted to follow in the same pattern.

	And (Z’s mother) suggested, instead of getting married, why didn’t they have a five years’ together party?

	[connection lost] entertainment value event, but nonetheless, we organised the party, had a small family gathering, and that seemed to satisfy Y for a while, at least.

	Then he [connection lost] very much wanted to go down the route that every other couple goes down, which I can understand, and that was quite hard for him.

I:	Yeah, aha.  So, that was something that he kind of would have really like to actually have…

P:	Are you there?

I:	Yeah.  Can you hear me?  Oh, I’m sorry this is not such a good connection.

[73268_rec00002_2]

I	…keep trying, I’m getting most of it.  

P:	Okay.

I:	Yeah.  So that sounded like, Y, actually that was something that he would have really liked to actually happen, getting married?

P:	Yes, I think he would, quite genuinely.  The commitment between him and Z was never questioned, and in fact, (Z’s mother) said to me on one occasion, you know, I think they’re in it for the long haul.  And as far as Y was concerned, I think that was very much the case.

I:	Yeah.  And what did they do in everyday life as a couple?  Did they have any kind of jobs, or did they go to some day activities?

P:	[Y 00:00:53] was going to a supported work placement, and he was at four days a week, mainly agricultural [connection lost]…it’s telling me my, hello?

I:	Yeah, I can hear you.

P:	Okay, so Y was out four days a week, mainly doing gardening style activities.  Z was involved in art classes and various other day activities organised by the local colleges and community groups.  I think she did cooking as well, for a while.  And then in the evenings, and relaxation times, they went to various other [activities 00:01:48] [inaudible 00:01:52], and swimming was mainly with family, but they would go into town on their own, the town centre.  So, initially, after work, we quite often bumped into them in town together, either in Waitrose or in Tesco, on their own, as a couple, shopping, sometimes having a cup of tea out.  They used to go out and have dinner together out, particularly at the weekend.  And the level of independence they [had 00:02:32] was actually quite remarkable, but what it really brought home to me, was how incredibly lonely they both were before their friendship together came about.

I:	Do you also feel that kind of…

P:	That companion…

I:	Do you feel that, almost as a couple together, they were more independent than kind of before they were together?

P:	Yes.  Yes, I do.  [inaudible 00:03:14] perhaps that implies in so far as (Z’s mother’s) family were all very welcoming and accommodating and supportive, so Y immediately became part of Z’s family network, so independent of his family, he would have weekends away, evenings out, meals out, go and visit family, and very much took on board the three nephews, Z’s three nephews as a source of interest for himself as well as for Z, and I hope we reciprocated that as well.

I:	Mmm, aha, so it really extended their lives?

P:	Absolutely.  And in fact, the very first Christmas that they’d got together, (Z’s mother) and her partner took Y with Z, to America, so they hadn’t known one another as a couple for very long, and (Z’s mother) believed that Y would keep Z company, and it would be a much better trip for Z, and I think that was probably true.  And because I’d known (Z’s mother) since Y was two years’ old, I had every confidence in her being supportive of Y on the trip abroad, and very understanding too.  I don’t think I would have let him go so far away with any other family.

I:	Yeah.

P:	But, you know, this is the difficulty.  On the one hand you’re trying to support your child to be independent, find their own way in life, but in a supportive environment, and in an accepting environment.  It’s quite difficult.  

I:	Yeah, so actually having more people, like an extended network, I can imagine really helps with that?

P:	[inaudible 00:05:24].

I:	Yeah.  Can I now ask about the time when people maybe first started to suspect the possibility of dementia, for Z, kind of noticed that there were some changes?

P:	Well, I remember very clearly for my part, Y and Z used to come home every week for supper.  And on one occasion, Z just got up from the table, [onto the lounge 00:06:00] and said, ooh, this is nice, is this new?  Which was our three piece suite, it certainly wasn’t new, and had always been in situ ever since Z had been visiting with Y.  And that caused concern for us, and I think it was about the same time that (Z’s mother) and her ex-husband also began to suspect that Z was having problem with her short-term memory.

I:	Aha, and did Y ever mention, kind of him, that he was noticing differences?

P:	No, he didn’t.  And in some ways, he remained in, almost denial, right the way through, although when he visited Z laterally, he did understand that she was unwell, and she wouldn’t get better.  But I would say his reaction was very typical of that [that have heard and 00:07:10] don’t want to recognise or see [someone who 00:07:13] they’re very close to is actually getting worse with dementia related problems.  

I:	And once the diagnosis was confirmed, or it seemed more likely that it was dementia, how did that affect, maybe the couple, but also you as a family?

P:	Well, there was something that happened in the meantime, before the dementia diagnosis.  (Z’s mother) had lived fairly close by, she’d lived in x, we lived about eight miles away, but closer to where Y and Z were living, and (Z’s mother) decided to move to Scotland for a couple of years, and then she moved to Cumbria after those two years, to be close to her children, but in that period, Z developed severe problems with her hip, requiring hip surgery, and was admitted to hospital.  (Z’s mother) stayed with her in hospital, and as part of Z’s convalescence, Z went to live in Cumbria [connection lost]…

	…firstly I would say with Z’s hip problems, and the fact that she needed to use a wheelchair and had become a lot less able, so Y had already taken on a carer role, and was quite happy to push Z in the wheelchair, and quite happy to fetch and carry for her, and, I mean, as I said at the beginning, he showed a side of his character I didn’t know he had, that caring, loving, dedicated support.  

	So he firstly had had that almost as the first set of issues that he had to deal with, and if I remember correctly, following on from the hip surgery, Z became increasingly more confused and wasn’t able to remember things in the short-term.  So, her short-term memory was causing her problems.  Y didn’t seem to be that worried to be honest, you know, he was quite happy to carry on pushing her around town, looking after her.  When Z was considered to be over the hip surgery, she came back to live with Y at [X Street 00:10:24] and the understanding was when Z was better, she would go back and be with Y at their flat in X.  And in fact in that time, the place where they were living, which was residential accommodation run by Social Services, was taking on a different format, Y and Z were the last two residents in (local area), to be in Residential Care.  We [inaudible 00:10:57] for a supported living placement for them without any real success, and in the end, the local authority was very accommodating and where they had lived, they made a self-contained flat connected to the main house, into accommodation for Y and Z.  So it had its own front door of sorts, but also an interconnecting door into, what had been, the main house.  And by that time, it had become clear that Z was in a wheelchair and we needed to be able to move her wheelchair around, and that the level of care she needed, was much greater than she would have got in supported accommodation.

	But Y was absolutely adamant that they would, you know, there was no question, they wouldn’t be moving together, I would say, from either of them.

	Not long after they moved into the flat together, I think Z became very tearful and upset, she missed her mum, she wanted to be with her mum.  I think Y found that very hard, but they were still living together, cuddling up in bed together at night, and still had that purity of love and sincerity.

I:	Was Z in pain still at that time, because of the hip surgery, was that part of the problem?  [connection lost]

	Can you hear me?

	Oh, I think I lost you again.  Oh… 

P:	Hello?

I:	Hello, can you hear me?

P:	See if this works better.

I:	Yeah.

P:	Hello Paula.

I:	Good, oh, I’ll just put this on, great.

P:	Hello?

I:	Hello, perfect.

P:	Shall we try taking the video off again?

I:	Yeah, maybe let’s do that.  

	[removing video]

	Okay, can you hear me?

	Can you hear me?

P:	Hello?

	Yes, I can.

I:	Okay, perfect.  Great.  Yeah, I think I lost you when you were just talking about how Z had moved back, they were living together, but she, in between, would get distressed, asking about her mum.  And I just wondered, was that also because she was still in pain because of the hip?

P:	No, I don’t think so.  I think that was the first stage of the dementia really, and we only know about that because that was what Y told us, Z gets upset, he used to call her (shortened version of name), Z gets upset and wants her mum.  But I think she spent quite a lot of time, every evening and every night, crying out and crying for her mum.  

I:	Aha, and that was difficult for Y?

P:	Yes, I think so.  I sense that he didn’t know quite how to console her, and how to give her what she wanted, which was her mum, who at the time [connection lost]…change really.  I may have got, no, I don’t think I have got the timeline muddled up.  No, I haven’t, it’s [connection lost]…yes, I think Y found that very distressing and upsetting.

I:	Aha.  And then, kind of from speaking to (Z’s mother)…

	[connection lost]

P:	Shall I [inaudible 00:17:44] or would you like to phone me on my mobile phone?

I:	Yeah, that’s what I thought, maybe I will just give you a call on your phone, do you want to send me the number via Skype [inaudible 00:17:53]?

P:	Shall I give you…I can give it to you?

I:	Yeah, okay.

P:	07810 371371.

I:	Okay, 07810 371371?

P:	That’s it.

I:	Okay, I will just call you.  Can you hear me?

P:	Fingers crossed, yes I can, can you hear me?

I:	Yes.

P:	Fingers crossed, third time lucky.

I:	I know.  What an excitement.

P:	Well apparently we’ve got a rock steady internet connection, so I don’t know quite what’s going wrong.

I:	Yeah.  Well, I think you never know with technology.

P:	Yes.

I:	Yeah, so…

P:	[How far… 00:18:49]?

I:	Aha?

P:	Yeah, I was going to say, how far did we get?

I:	Yeah, so you were telling me that, I think that what was distressing for Y, was kind of, yeah, Z calling for her mum, and that it was maybe the beginning of the dementia actually, that was showing?

P:	Yes, I’m sure it was, and Z, oh, she didn’t have an easy ride, she also developed Crohn’s Disease, so it was pretty awful for her to have to manage.  And it wasn’t unusual for them to have to change the sheets in the middle of the night, if Z had had an accident, and Y just used to get on and do it, you know?  No complaints, no problems.  As I say, that caring side of him, really came across in a way that I thought was absolutely quite remarkable, that showed the depth of the feelings that he had for Z.

I:	Yeah, and I remember from speaking to (Z’s mother), there came then the point, where (Z’s mother) felt that it was better for Z to come and live with her, so from my understanding, there were kind of then some meetings with Social Work and everyone involved, to talk about that?

P:	I listened carefully to what you said, and I believe you said there was some point where it was decided that…?

I:	Yeah, aha.

P:	And I think that is the problem, that Y wasn’t involved in that decision making process.  Nobody actually asked Y’s views [inaudible 00:20:41]…

I:	Yeah, because that’s what I wanted to ask, yeah.

P:	Yeah, and in order to get the funding secured for (local area where Z’s mum lives), in any way, shape or form, we had to go through a Best Interest process, and it followed due process.  Z’s parents and Z were interviewed, we were interviewed with Y, but the only people actually putting forward Y’s views, in his words, were my husband and myself.  And I thought that was shameful on the part of social services, that they were making a decision that directly affected those two people, but actually didn’t ask, [even though 00:21:30] Y had become at that stage, her common-law husband, you know, they were living together, common-law wife and common-law husband, his views and feelings were not appropriately represented at any of those meetings.  And we would not have done that to anybody else in our society, you know?  Certainly, Y’s rights were not properly taken into consideration.  And then, as part of that Best Interest process, obviously they interview each party independently and separately, Y made it very clear, through us, and I can almost remember his words exactly.  Z going to live with (Z’s mother), when Berta better, back home to me in the flat.

	So, he didn’t understand fully, that she would not get better.  The decision was made that Z would be moved to Cumbria.  Nobody from social services contacted us to let us know what the outcome or the decision was.  Y had been told after the meeting, Y and Z were not included when the decision was actually made, and the cop out, I hate that phrase, but it seems like what it was, was that Y would tell us.  Well, Y has very limited language skills.  We waited for two days, and I asked (Z’s mother) what the outcome of the meeting was, and (Z’s mother) emailed me and told me that she’d been told not to communicate with us, that social services would do that, and they chose to, instead [inaudible 00:23:24] through what had Y had to say.

	So my husband and I then raised the question, because the one thing that kept coming across through all of this, was everybody agreed that the couple should keep in contact.  Now, to move Z from the South Coast up to Cumbria, was just not down the road, it was an incredible distance.  There was no plan, there was no understanding, there was no provision, for them actually to keep in touch, other than through, what then evolved as a series of Skype meetings.  And I think for Y, that made it very difficult for him, because he wasn’t able to see her gradual decline.  Had she have been moved into accommodation, even care, just down the road, I do believe he would have gone and visited, under his own steam, because he could get around on the buses and taxies and things, until such time as perhaps he may have said, I don’t want to see Z anymore, Z funny, or, you know, he would have made his own decision.  But, he never did that.  

	He continued with the Skype meetings, and then when I challenged Social Services and said, well how is Y going to see Z, it almost felt like, oh gosh, we haven’t thought about that?  Nobody in the meeting, which we weren’t party of, that final meeting, had actually thought about the practicalities of how that would happen.  

	It then evolved that Social Services agreed to pay for a worker to accompany Y.  I think they took Y initially all the way to Manchester Airport, and I think Y, I can’t remember the logistics of what Y had to pay for, but I know Social Services paid for the staff attendance and care.  And (Z’s mother) then had to meet Y from Manchester Airport.  Well, nobody realised, it was a round journey of about 180 miles by the time they’d travelled to Manchester and back.  So, the whole process of actually looking at the practicalities of how they would keep in contact were just not there.  It was unbelievable.  The most obvious and practical thing, well how can they keep in touch?  You would no more dream of separating any other couple in that way than fly.  I was absolutely flabbergasted, and as it happens, you know, social services came up with some form of plan, and (Z’s mother) was accommodating enough to have Y stay with her.  

	I’m not sure how it affected Y, in terms of seeing Z’s increasing decline.  I had tried to prepare him a little because my mother-in-law had had dementia, and I drew the parallel, you know, and (Z’s mother) was absolutely brilliant in so far as she prepared a number of video books with pictures of Z, and the talk-over, so that he could understand, or he could be told what was happening, and that Z’s brain wasn’t properly working anymore.  

	In that respect, we were fortunate that (Z’s mother) had those skills and resources and ability to do that for Y.  I still think a lot of it went over his head, I think he was still in quite a lot of denial, which I think is not uncommon for anybody faced with that situation.  You always hope somebody’s going to get better.

	Social services did nothing.  [Y’s  00:27:35] support network provided through the local authority, provided nothing, apart from, in the end, the visit.  And of course, as part of this process Y still met up with (Z’s mother), Z’s dad often came…if it was Easter or Christmas, Z’s dad would come and stay with one of the other members of the family, and at this point, (Z’s mother) and her other two children, her natural children, had all settled in Cumbria, so Y was still included in the family network, the family support structure.  So, when Z did die, it was a situation that had been, if you like, contrived by other people when he could visit, when it was convenient.  

The whole decision making process was taken away from him, and when Z died he then also lost the contact with the rest of her family, and I’ve had to really think this through quite carefully, but any thought that they were just going to cut Y off felt to be to be totally wrong.  When anyone is grieving a close relative, surely the equivalent of your in-laws don’t cut you off, you know?  That family support continues, and that has now come, but I think at one point there was some query over whether or not that was any longer applicable.  But Y still looks at Z, not just as Z, but the whole package, you know?  She came with very caring, supportive parents, who organised holidays, meals at restaurants, trips abroad, entertained them whenever they went to stay.  In a way it was far more difficult for us to do, ‘cause we were so physically close, and Z was quite challenging.  You know, Y was very, and still is, a very easy, laid back character, whereas Z was always attention seeking.  And even when Y would say to me, love you mummy, Z would look at him, give him one of her looks and say, I’m your girlfriend now.  But that sense of underlying jealousy, you know, don’t you dare look at another woman, even if it is your mum.

I:	Yeah.

P:	So that was hard.

I:	And can I ask, just for my own understanding, so this Best Interest meeting, what was really the aim of that, was that to make a decision about Z or about them together or…?

P:	Well, three things, about Z, and Z’s care and where she will be best looked after.  They clearly had Y as a, this is a fly in the ointment, if you like, in so far as his views would count, and that (Z’s mother) and the family needed the funding from X County Council, in order to be able to move Z from the local authority whose care she was under, to Cumbria.

I:	Yeah.

P:	But in that process, I was quite concerned with some of the conversations that were held with Y, so that he believed he would have no say in what happened to Z, and on more than one occasion, I had a very tearful phone call from Y, saying that he didn’t want Z to go, you know?  A lot of pressure was put on him, which I think, from all quarters, was totally unacceptable.  And, you know, in the end, Z went to Cumbria, and they cuddled up in bed together on, I don’t know, the Friday night, the Saturday morning Z was whisked off to Cumbria, and everybody, whilst they said they wanted them to keep in touch, it was considered, in many respects, at that time, a fait accompli, which was very difficult for Y, you know?

	And COVID then got in the way of visiting, but when Z died, it was still very much when one the restrictive lockdowns was in place, so we watched the funeral together.  Y was staying with us, he came for Christmas, and I think because of the lockdown, on one of the occasions, he stayed until Easter.  And when we had the first lockdown, he came and stayed with us, because I thought it was much safer and best for us in a family environment than being kept restricted to his own flat, his own bedsit in the supported living where he now is.

	Yeah, I mean, it’s been a difficult two years.  At Christmastime there was a disco held by the local [Right to Work 00:33:33] team, and Y knew loads of the people there, both from work, and the carers and the whole support network.  He was inconsolable at various points during that evening, because he missed Z so much.  And I think, because that was the first opportunity, really, that there had been for socialising and party time, he suddenly felt very alone and very much missed Z.  And the feedback I had following that was, one of the workers said, well how do you feel about meeting somebody else Mark?  And he said, no yet, I miss Z too much.  And I thought that was, you know, very hard.  So, the grieving process he is going through, is typical of what any other couple would experience where you’ve been together, it’s just very sad, I’m very sad from the perspective too that Z had dementia, and, you know, it’s absolutely tragic, and tragic for her family, as well as for Y.

I:	And do you remember the time when he used to visit and Z was deteriorating, and I think in the end she was also in like a special care home, to when she then died, did Y ever ask questions around dementia, or around her death?  What do you feel his understanding was?

P:	I would say for a large part, certainly initially, he was in denial.  I don’t think he understood.  As I said, (Z’s mother) prepared some video books with photographs and simple language, to help him understand what was happening, that Z’s brain wasn’t working properly anymore, and she couldn’t help it.  But they’re quite abstract concepts to get over, and Y’s not very good at abstract, you know, it’s…he understands the concrete, and the obvious, but not abstract concepts.  That’s quite difficult, for a lot of people, I think, to grasp and understand.

	For him, he still believed that Z would get better.  When he moved where they were together in the social services residential accommodation, and then with the bedsit attached to that, a purpose built bedsit, they agreed to keep him there for about a year, whilst he came to terms with the change in situation and that Z was very unwell.  He did see her in the care home, but when he moved to his own supported living, he was still looking at taking her wardrobes, one for his things, one for Z’s things, and still taking things for Z.  So to me, it was obviously that he expected Z to come back.

	So, although we had managed to keep them in contact through the Skype calls, and Y had visited and Y had seen her in the care home, to a level I think he took his lead from Z’s parents, in that [inaudible 00:37:18] caring and loving and supportive of Z, but I’m not sure he properly processed his own thoughts and feelings in that.  

	It was difficult.  My regret in all of this, and I voiced this at the time, many times, had Z, even after they were separated, had lived with (Z’s mother) in our local area, so Y could visit just at weekends, it would have been a more natural end to the relationship.  And had Z been placed in residential or a care facility after she developed dementia and was no longer living with (Z’s mother), had that have been locally, Y would have visited, because he was prepared to visit her in Cumbria.  And I think Y would have then drawn his own conclusions, you know, poor Z, Z very upset tonight, you know?  And he would have either withdrawn his visiting, or he would have continued, but he would have had that choice.  And the fact that choice was denied him, I think was a real breach of his human rights.

I:	Aha.

P:	And we were certainly very much, our feelings and thoughts and our wish to support Y through whatever Y wanted through the Best Interesting meeting and process, were overlooked by everyone, and particularly Social Services.  So…it was hard for Y, it still is hard for Y, and I believe, had Z not developed dementia, they’d still be together.  That friendship was just so sincere.  I don’t think I’ve seen that with any other couple, in the way that, the gooey eye looks just continued, but lovely, and my other feeling is, how wonderful that they did have that time together, and that was something that (Z’s mother) kept reminding them of, you know, you’ve had some really happy times together, and some very happy memories from your time together, that they had the opportunity for that.  But when you’re in the middle of that, and your partner is clearly not well, I’m not sure what solace that offers you, you know?

	I’ve dwelt on that a few times, if I were in Y’s shoes, how would I feel?  And how would I feel to be told that, you know?  Oh, you’re jolly lucky to have been married for ten years, you know, get on with it?  I think, no, that’s not quite right.  

I:	And what do you feel his understanding is of her death, or kind of when she passed away?

P:	Well, we still have some unfinished business to do.  Y wants to put some flowers on Z’s grave.  Because of COVID and lockdown, we haven’t managed to do that, but it’s on the list of things that we have promised Y we will do this year.  May is looking likely, if we can’t do it in May, we will do it at the end of July, August.  And it was really rather sweet, when it came to Valentine’s Day, Y wanted to send Z some flowers, to go on her grave.  And I said, well, I mean, that’s quite difficult.  I said, well, you know when people live locally, that’s something that you can do and take some flowers yourself personally, but it’s not something you organise through somebody else.  And of course, when Z moved he sent flowers for her birthday and flowers for Valentine’s Day and… .

	Initially, he was told that Z didn’t understand what Valentine’s Day was, and she didn’t need a card.  But, the thinking changed and (Z’s mother) did send a card, for two years I think it was, with love and best wishes from Z and (Z’s mother).  So, and that’s what he was looking for, you know, I think you can probably understand if you’ve worked with people with learning disabilities, they don’t always understand the full nuances of everything, but certainly the gesture, the receiving, the acceptance that something is commercially significant as Valentine’s Day, you’re not forgotten and overlooked.  

I:	Yeah.

P:	Yeah, I felt for him for that as well.  That was hard.

I:	And you did mention that he has started now to have a little bit more contact again with Z’s family?  I mean, I guess with COVID everything’s just so difficult, but…

P:	It’s been quite interesting actually, we set up a WhatsApp group [inaudible 00:42:52] and Y, of which I’m also part of, because Y’s not really got any written skills or reading skills, but he gets by, and so the WhatsApp group, to start with, seemed to have quite a lot going backwards and forwards, and slowly Y has withdrawn from that and (Z’s mother) and her daughter and her partner, (Z’s mother)’s daughter’s partner, have been particularly good at posting photographs and happy Easter messages, and happy birthday messages, and Y has responded and sent, actually for (Z’s mother)’s birthday at the end of February, he sent a message, happy birthday.  But he hasn’t followed that up since and if he does put something on (Z’s mother) and her daughter and daughter’s partner are very good at responding, so he always gets something back.  

	It’s something that he hasn’t necessarily pursued, and we also have a family WhatsApp group and if anything’s posted on that, he will normally reply with a few emojis, and well done, whatever, or a few words, spoken into his phone, so that he can then copy the text onto his WhatsApp message, and I think that shows a level of ingenuity to get around the technology.  But yeah, it has been hard, very hard.  And very sad.

I:	Yeah, I guess, also, it must have been so difficult that Z moved and then there’s the distance, and then COVID made it probably even more difficult, kind of?

P:	Well it did.  I can’t remember Z…I shouldn’t say [inaudible 00:44:52], Z died in the September, didn’t she?

I:	Mmm.

P:	So we’ve largely been through two years of lockdown.  I’m not sure how helpful it would have been for Y to see Z when she was so ill, but he was still seeing her on Skype, if that makes sense?

I:	Yeah.  

P:	And, I mean, poor love, she really did go through it, and with the Crohn’s disease and the hip surgery, she was definitely walking very awkwardly, and I’m not sure the surgery cured the difficult gait, but it certainly removed any pain.  I think she was so used to walking with a slightly awkward gait, that that was almost programmed in.  But the dementia was hard.

I:	Yeah.  And you mentioned that Y still talks about Z, does he have pictures he still looks at, just to kind of share memories of their time together?

P:	Yes, there’s a picture of them both in his flat, in a picture frame.  I’m not sure, because he no longer lives with us.  I don’t think he constantly goes through photographs and dwells through photographs, but he certainly remembers lots of things, and he often talks about her.  So, yeah, in whatever context is appropriate he’ll often bring up Z.  [He said 00:46:46] one surprising thing on New Year’s Eve, he was with us, it was a very low key New Year, one of my son’s had tested positive for COVID on Christmas Day, and we’d seen them both on Christmas Eve, both he and his son who had tested positive, so we didn’t mix with the rest of the family in case we had caught it.  My mother still lives independently on her own, she’s 95, so we’ve been very careful throughout this whole COVID lockdown period, to keep my mum safe.  So, it was a very quiet New year’s Eve, just my husband, myself and Y, and we’d poured out a drink to toast in the New Year, like you do, to try and do something that was a bit jolly for Y, and Y raised his glass and said, to Z.  And that came from nowhere and I thought, gosh, you know?  And I don’t think it was necessarily what one would do normally and appropriate for New Year’s Eve, but clearly she was there and very much at the fore of his thought process.

I:	Yeah, aah.

P:	Yeah, that was sad.  And so we will take flowers, I can’t remember if he sent flowers, no, we sent a donation instead of floral tributes, when she died.  But we’ll find some flowers and it won’t be a formal wreath or anything, we will choose the flowers that we’re going to put on her grave, so that there’s, I think, more symbolism there, and he can be involved in which ones she liked and colours and...yeah.

I:	Yeah, I think that’s all of my questions, I don’t know if there’s anything that I haven’t asked that you feel it’s still important to share or to mention?

P:	No, but the one thing that I’ve learned from all of this is the importance of allowing people with a disability to have that fulfilled one to one relationship, and I feel society has moved on quite significantly, even since 2007, particularly with this new Down’s Syndrome bill that’s going through parliament, and the importance of people being able to make realistic decisions for themselves about who they choose as their partner, but also providing the practical support to enable that to happen, and with that, the acceptance, and there needs to be that acceptance from both families, or from their support networks, otherwise I don’t think it would work.  And we were fortunate in that (Z’s mother) was very keen for the relationship to work, I think she saw [what Y got back through 00:50:04] early relationship, and my goodness, I mean, Y and Z really were an item, you know, which was lovely.  And I think my other concern and I haven’t challenged it, because (Z’s mother) and I are still communicating, I don’t want to upset the relationships between our two families, and I don’t know [inaudible 00:50:35] social services, but actually other people made the decision that their relationship was over, and I think that that, for me, is wrong, so totally wrong.  To physically separate them by so many miles was wrong, to not look at how they could remain in contact, other than through Skype was wrong, and for no provision at all to be made, for Y to be able to visit Z, was very wrong.  And (Z’s mother) in the end, very generously offered to meet him from the airport, and put him up in her flat, so that he could visit and be supported.

	But from the statutory sector, quite clearly, it was a case that other people made the decision that their relationship was over.

I:	Yeah, and the decision making [that 00:51:42] altered the relationship, wasn’t really taking into account?

P:	Well, the decision making, but in no other couple would the local authority step in, and move one partner 200, 300 miles away from the other partner, if they’d been living together.  This wasn’t a casual boyfriend, girlfriend, friendship acquaintance.  As I say, on the Friday night they cuddled up in bed together, that was their last night together.  Although, in fairness, and thinking back, when Y went up to stay with Z, (Z’s mother) made up a bed for Y in with Z, in the same room, and Z didn’t want any of it, and Y spent the time sleeping in the study, I think it was.  But, you know, (Z’s mother) did her best after Z moved to support them as a couple, but the fact that the authority had agreed that Z be moved so far away, I think it would have just been kinder if that separation had been a little easier, a little less immediate, I think Y could have…

I:	Yeah, it must have been really abrupt, yeah.

P:	Yeah.  

I:	Aha.  

P:	Yeah, it was, for me, a [realisation of knowing how the  00:53:22] statutory sector can take over someone’s life, but perhaps not necessarily looking at the whole picture.  But, I mean, if you’ve spoken to (Z’s mother), if you’ve spoken to (Z’s mother)’s ex-husband, they’re a pretty [forcible/forceful 00:53:43] group of people.  And I’m not saying that I’m not, but…or my husband isn’t, and Y’s got quite a level of assertion skills, considering his language skills aren’t so good, you know, he really [does okay 00:54:06], but I mean, what happened happened, and I do believe (Z’s mother) regarded herself as, not being able to travel from Cumbria down to Hampshire, she’s reached a landmark birthday and she’d made the decision to move to be closer to her daughter and her son, which she has every right to do that, but it might have just been a little kinder if Z hadn’t been whisked away so fast.

I:	Aha.  

P:	But what happened happened, and we can’t undo what happened.  I hope some lessons can be learned from it.

I:	Yeah.

P:	And the other good thing that came out it, perhaps, which (Z’s mother) may be able to share with other families in a similar situation, and other couples, is the importance of things like video-books and photographs, and helping people understand that the process of dementia does mean that people forget and they aren’t the same person that they were.  ‘Cause that’s hard, where you still see that person there as physically the same.

I:	Yeah.

P:	Does that help Paula, has that answered your questions?

I:	Yeah, yeah, no definitely, that was really helpful, particularly also to have a better understanding how Ywas involved and kind of what his side of the story, yeah, I think that was really helpful.  

P:	Okay good.

I:	Yeah, thank you so much.
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