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I:	I’m just switching on the recorder.  And, of course, also, I know that this can be a sensitive kind of issue that might bring up things. So if there’s, you know, any time you want to stop or there is a question you don’t want to answer, just…no problem.

P:	Yeah, thank you.

I:	Yeah.  Do you just want to tell me a bit about Y and Z, how they met maybe as a start.

P:	Yes, okay.  So Y and Z met in 2007 because Y moved into the next house where she was living in supported living.  There were three houses linked on the site.  So he moved in and that’s how they met.  And they got together as a couple by the end of 2007 and then moved in together formally in 2008.  And that carried on ‘til 2016. So they had eight years of living together before her illness issues meant she asked to come home. She came home in the summer of 2016 to me.

I:	Okay.  

P:	Yeah. And, I mean, they really got on well.  The other little bit of the history is I had actually known Y and his family since he was a baby.  And we provided support services for them when he was a baby. And I had ongoing contact with them.  It probably lapsed a bit as he got towards adult life but we all knew each other.  So when this all started up…when the relationship started, his family and I, we all knew each other. And he was younger than Z, he’s nine years younger.  

	But generally, I think everybody would tell you the relationship was very good for them.  And it’s not entirely relevant, although I suppose it could be.  Y had had some mental health issues in his early adult life.  And when things really got bad for him and each of these few instances, it should have been seen to be coming, he could lose control and become aggressive.  And there’d just been some sporadic incidents before he met Z, which could have been serious but in each case, you could see how it had happened, insensitivity around him, okay.  And so his mum got in touch with me straightaway and said…to say, you need to know this, you know, [if 0:02:50] you’re going to encourage this  relationship, you need to know.

	Anyway, the only relevance to saying that is they reckoned Z was really good for him, she kept him calm. So although we did have one incident while they were together, it was entirely the fault of the member of staff who wasn’t listening to him.  The signs his anxiety was rising and it was because Z was ill and she was going into hospital for tests for her Crohn’s Colitis.  And he was getting increasingly anxious.

	So the one incident when he, you know…he got aggressive with a member of staff.  They had all the history, all the signs to look for. So it was their fault, basically. And his parents reckoned she was really, really good for him. And I think that was true.  I think, you know, they complemented each other and she…the relationship, there were never any suggestion he would be aggressive towards Z.  He was quite the opposite, he was very loving and caring.

	But they had various troubles and tribulations. He got an infection which led to a DVT in his leg and ended up in hospital.  Z went in every day and sat with him and so on and so on. And then when he came out, he was on injections for months, warfarin I think it was. And she would take him around the clinic. They kept the injections in the fridge. I mean, you know, she was looking after him.

	And then later, she developed Crohn’s Colitis, inflammatory bowel disease.  So he was busy looking after her, [running a bath 0:04:28] helping her change her clothes.  I mean, they really tried very hard to look after each other and it was lovely to watch.

	Now the other little bit of this, of course, is that her situation was not straightforward.  She had pernicious anaemia that started in her thirties, which is autoimmune. She then developed Crohn’s Colitis which is autoimmune. She had a hip problem that emanated from a child, from hip dysplasia, probably never diagnosed.  And she had a hip replacement in 2015.

	So all those things clouded coping with the advancing dementia.  And it was…she managed well.  I stayed with her in the hospital for the hip surgery, I slept with her in the hospital the whole time and then brought her home to recover. And really after that, we got her back on her feet. She was walking again, she did really, really well.  But it was being overlaid with things developing from the Alzheimer’s and getting scared. She couldn’t…her depth of perception went. She couldn’t manage steps, she was frightened at the edge of the swimming pool, things she used to enjoy suddenly became [you know 0:05:40].

	So it was all a bit confusing. And we got her well and she went back to the flat with Y after the heart…the hip surgery.  But things went downhill.  They made medication mistakes, they weren’t giving her enough support. So by the summer…and then she got admitted to hospital with a toe infection, they hadn’t noticed ‘til it was serious and she had to have it drained under anaesthetic. Got in a right [panic 0:06:06].

	And at that point, I asked social services to review their situation because she was asking to come home to me again.  And so that was September/October 2015.  We went through all the best interest stuff, you know, for both of them because this was complicated because they lived together.  She finally moved in the summer of 2016 because it took that long to get through all this best interests, staff would work with them both and so on [because that made sense 0:06:34].

	So the other bit of this that is not typical is they were separated in 2016, with Y’s full support. He came to the best interest meeting and said, she should come home and he wouldn’t come.  I asked…I invited them to come together. They could have stayed together and both come to me.  His parents weren’t keen on that.  His parents were very angry with me at the start that I was separating them and not allowing him his human rights and continue to live with her.

	Anyway, you know, I said they could stay together, that he could come to me.  Because I, at that stage, was living 300 miles from them.  And the bit around that is we all lived and worked in (town) for years, so they were happily settled just outside (town) at Havant.  I became a widow.  My son and grandchildren were up here in (area) and my other daughter was in Scotland.  Because my son said to me, it’s mad to stay in (town) on your own, mum, come up here near the grandchildren.

	And so I discussed it and they were quite happy. I was quite happy to leave them because they’d been there for years, they knew their way around in X and everything else, but to come and live with me. And I took them on holiday several times a year, I was up and down all the time.  Every year, I’d take them and we’d gone on holidays together and so on.  So I had very close links with everybody.   But, of course, coming to live with me, she was going to move 300 miles away.  So this is all very untypical.  

And then Y started to travel up every couple of months to visit.  He flew to start with and then got a bit nervous about flying to (big city), so came on the train.  But we kept that going until the COVID business screwed it all up.  So he’d been to see her, it was probably about a year, he hadn’t seen her for about a year before she died. Because he was here I think in November 2019, should have come again spring 2020 and it got messed up by the COVID and her being ill. She was ill in February.  She didn’t get COVID but before we all got shut down with COVID, she got a chest infection.

Anyway, so, you know, we did…and Y went through all of this. They both came to the best interest meeting and he said he was clear she should come to me, she needed to be looked after.  But he was worried, he tended to really want to be responsible and he knew it had gone beyond him.  

And so one of the big messages I would want to give is not to underestimate the understanding of folks with Down’s syndrome.  He quite clearly has always understood more than people give him credit for, and so has Z.  Often because they can’t put it into words.  But they show in their behaviours and the choices they make that they have a lot more understanding and, when allowed to, will usually make the right decision, I mean the one that looks right to the rest of us.

I:	Yeah. And I guess this is also, you know, giving a choice of knowing your own kind of limits and when you feel that this is…I cannot fulfil that role by myself.

P:	Yeah.  He knew it was all getting too difficult. And it was all done very well by social services.  Each of them got a new case manager.  Each of them got an independent advocate.  So they took plenty of time to give them both the options to express their views, not influenced by me or Z’s dad, and so on.

	Now Z’s dad and I separated donkeys years ago when she was a teenager.  But her stepmother has always been lovely and she’s always had lots of contact with them as well. And so they’ve always been very closely involved and indeed, continued to help me when she came home to me to live.  So, you know, there’s lots of family engagement.  Her sister came with me to the best interest meeting and so on.  

	But yeah, so, you know, it was done very properly.  And X Social Services continued to be very supportive, even though I moved her to X and moved her home with me. And they could have cut off money and they didn’t.  They gave me 20 hours care support, so she could go out.  Because when she first came, she was well enough to go in a wheelchair to music classes and art classes with other folks with learning disability. And that’s what we did, I employed somebody 20 hours to take her out.

	And then when she got much more poorly in the last 18 months and lost the ability to stand, so we needed a hoist and a hospital bed.  They gave me four grand a month, £4,000 a month to buy in the carers I needed to help me deal with that.  

So, you know, we were very well supported. And in the big picture, it was terrible. I mean, you know, it was absolutely terrible to watch her going downhill and how much she suffered.  But the services around us up here in X were fantastic. The local GP service that we joined. I moved to a wheelchair-accessible flat to look after her, in X.  We then had to register with a GP. It was all new for both of us.  The GP practice was brilliant and her GP was with her a few hours before she died. I mean, it was continuous support even when she spent her last few months in care, in a care home.

The learning disability team were fantastic. Everybody was fantastic.  We couldn’t have had better support. And, of course, I have my son and daughter here as well.  My daughter who’d been in Glasgow moved into a job in X. So she had her brother and sister near her and so did I. 

So, you know, in terms of us all coping…and as I said, we all did our best for Y. We had a WhatsApp group. During COVID, of course, the only way we could communicate with her was on Facetime on the iPad. We would do that. I would video bits of it, send it to Y and so on.  You know, we all did our very best to keep him fully involved. And, of course, then in the end, he couldn’t come for the funeral because her funeral was the day, the 5th of November 2020, when we all went back into lockdown.  So, you know, we…and anyway, I mean, his parents were worried about the distance and the COVID.  And as a result of all of that, he’s still not been up to see her grave.

I:	Okay. So he wasn’t at the funeral?

P:	No.  We streamed it.  He sat and watched it with his mum. Because he was home.  He lives in a little supported flat.  He stayed in the one he lived in with Z for at least two years into all this.  But while she was still alive, he moved to a new flat, also in a supported setting.  But every time that COVID struck, he went home and stayed with his mum and dad [inaudible 0:13:30]. So he was home at the time she died, fortunately, and at the time of the funeral. And they sat and watched it together.  So it was not that he was completely left out but he had to watch it, like a lot of our relatives, on a video stream, a live video stream from the church.

	So yeah, all of that difficult. And I’ve been down once, I went to see him last October when I went to visit my sister.  And he didn’t ask me about Z at all. I took him out for supper.  It’s one of the reasons why I think interviewing him at this stage, he’s moved on.  To be honest, I don’t think he’s altogether well. He’s put on a lot of weight. He’s 42, 43 I think this year.  And I worry a little bit about his mental state, to be perfectly frank.  Don’t quote me on that.  Which is another reason…and his mum asked him recently if he still missed Z and he said, not anymore.

	So there are all those issues about digging it up again for him.  And in a way, he hasn’t lived with her since 2016, which is a long time ago for him to comment.  And I don’t…anyway, go on, ask me what else you want to.

I:	Yeah.  Maybe I’ll just take you back to the beginning again, when they met.  So they were supported by the same service.

P:	Yeah.

I:	How did you see the…because it sounded like kind of as a family on both sides, you were quite supportive of the relationship.

P:	Yes, we were.  Everybody was supportive of them.

I:	Yeah.  How did you feel the service or staff kind of responded initially to them?

P:	Very positive.  Z had been living in the same setting possibly for as long as 10 years, I can’t quite remember now.  So we knew the manager well, he was a motorbike-riding young man and…well, he wasn’t so young at that point, probably about 40, but very forward-looking. I mean, there was never any question they didn’t have a right to be together.  

	So services were supportive, very supportive.  Some of the service folks were anxious when they moved in together as to whether he was really good for he, whether he was going to be bossy and so on. And I think there were pluses and minuses, like all relationships.  He didn’t want her going out to discos and things, which she had previously enjoyed. But she adored him. And at one point, I said to her, for heaven’s sake, back off, she’s quite capable of telling you if she doesn’t like it, you know.  Who else has their relationship monitored 24 hours a day, because they were still in a care setting and they were helping them with their cooking and so on.  Anyway, so yes, you know, it was mixed.

I:	And the setting, yeah, so how did their support look like?

P:	Okay.  Well, it is unusual, right.  So there were three houses which had been built as residential services, each with five bedrooms and five individuals with learning disability.  In one of the houses, there was a flat to help people move on to be more independent. So there was a little one-person independent flat in the houses, they had a bedroom and a washbasin but they shared bathrooms and meals were cooked for them, and they shared a downstairs lounge.  

	Okay, so in the flat, the person was able to cook for themselves. They had their own little kitchen, own little bathroom and a bed sitting room. And what they did to make it into a flat for Y and Z was joining up with the next bedroom in that house. So they had a bedroom, living room, a bathroom and kitchen.  So they created a little flat in what was actually a residential service, not a supported living service at that point.  Okay, it changed.

	So you had 24-hour staff on site.  You also had staff who had known Z for years and were somewhat protective of her and so on.  And so it was an unusual kind of situation.  And at one point when they wanted to redesign all the houses, they suggested moving them out into the community. And we fought them because we knew they wouldn’t cope. They had a level of support and familiarity, the place was right in the middle of town, they could walk out everywhere.  And there was this 24-hour support on site. It didn’t mean they needed it but it was there if Y got anxious.

	So it wasn’t a typical independent living situation.  There was actually quite a lot of support around them, then there were hiccoughs at various times.  But they were living in essentially a setting that had 24-hour staff on site, there was someone in each house at night.  Yeah.

I:	And how did their life look as a couple, kind of like what did they do together, did they work during the week?

P:	Yeah, they both had daytime activities in different directions.  Y went to a work project three days a week, which was kind of all sorts of things.  It was out in the country, recycling, growing things, making things.  I think they might have gone together on a Thursday to another project that was in a local park, where they fed the animals and did feedbags for visitors to feed the animals and this kind of thing.

	And Z had a job in a printing workshop a day a week and did various other things, a charity shop.  So they went in different directions during the day, they had something to do most days, and then there was a day when they were doing their work.  They liked to go to the local library together, to go to the pub, to go to restaurants. They didn’t go out on buses together but they could walk everywhere from where they lived while she was still mobile.

	And then, you know, they would come home to me at weekends or go to his mum and dad’s for a meal.  He has two married brothers living near as well, so quite an extended family. He has an elderly gran in her nineties still alive and, you know, they’re all very supportive.

	So yes, they did do things together but more like the ordinary things the rest of us do. Go to the cinema, go to the pub, going to the shops. And at various times, they were in a photography group and an acting group together but these things fluctuated depending on staff enthusiasm, getting them out to these things.  

	So quite active, yeah. And they could swim. And Z, as she got more poorly, had a pass for a hotel swimming pool funded by social services. And we could take Y, we used to buy him tickets to get in but the carer gets in for free. And they used to love to swim, until she got frightened of the water. So all sorts of things we used to do together but particularly cinema, meals out, somebody would take them. But on their own steam, they would have too many sausage rolls in Greggs and too many cream cakes.  They were fine, everybody knew them in the local small town.

I:	Okay. That’s nice, yeah.

P:	Yeah.  So quite an independent and active life really.  So with a little bit more support round them than many couples would have.  We fought to keep that.  We put up a fight. And they did want to change the buildings around but they made them a ground floor flat in one of the houses.  So they stayed in the same setting.

I:	Yeah. Because you mentioned that for Y, it was sometimes hurtful because he could get anxious at times.  Was that kind of anxious around something specific or…?

P:	I think it would be when he could see something was getting out of control. So the only example…the example I’ve given you was when he was worried because Z was going to hospital the next day and also I’d taken her to the dentist and she should only have been on soup that night. And he tried to tell a member of staff, who disagreed with him. So, you know, it was quite specific.

	But several days before, I did notice the anxiety.  I think I went to get the mat the weekend and they’d gone up to the library and forgotten I was coming, which wasn’t like them. And one of the staff said they’d heard him talking to himself, et cetera. So in hindsight, I realised there’d been these warning signs that his anxiety was rising. But it was all entirely understandable. 

	And the time before that was when he was in supportive living in a house where the other guys didn’t want him. They didn’t have Down’s syndrome, they didn’t want him. They were horrible. And his mum and dad kept telling the housing people.  Took no notice.  So he flipped.  So it was always a scenario like that.

	Anyway, when he was with Z, there was really nothing except that one incident, which didn’t put any of us…I mean, [inaudible 0:22:34] had a few days off work, [inaudible 0:22:36] didn’t take it anywhere.  And we were not bothered.  I mean, his dad and Z’s stepmother picked Y up at the weekend after Z had done her hospital [inaudible 0:22:50], none of us actually thought that he…well, you can hear what I’m saying.

I:	Yeah.

P:	And the awful thing was, every time anything like that happened, the person gets blamed.  His mum was heartbroken because the incident that blew up in the place that he lived, he ended up in a mental health unit with depression following that. And they’d warned, they’d told the housing team, they’d warned the provider he wasn’t coping.  He spent about six months I think in a mental health unit, sinking more and more into depression, until they fought to get him out and off the drugs and into the house next to Z.  

	And, you know, so it’s a tale of woe because each time his mum said whenever anything went wrong, it’s him, they don’t look at the situation around him.  Anyway, you know.

I:	Yeah.  Just, yeah, that you…it’s almost like no one listens to them and then that’s his only way of, in the end [voices overlap 0:23:47].

P:	Yes, you know, he just boils over in the end.  And, I mean, there were times when I would be quite firm, I’ve [got them on holiday 0:23:56]. He never once got cross with me, in the sense…you know, he would look at me sometimes if he was fed up because I was saying something but never…you know, I never felt unsafe with him. And I did loads with him on my own and I’m only five-foot tall. Anyway.

I:	And you said they kind of maybe after a year or so of relationship, they expressed the wish to move together.  

P:	Oh, they moved in faster than that.

I:	Oh, faster than that.

P:	Because they were living on the same site, what had happened was Y had moved into that little flat to become more independent. When he and Z got together, she’d get up in the morning and go over to have breakfast with him. So the manager said to me, I don’t think it would matter what any of us say, she’s going to move in there whether we like it or not, she’s quite determined.

	So they probably moved in together within months of us realising this was serious. And as it was creeping up and serious, I took them both to America with me for Christmas end of 2007. Because my husband and I were going…my other daughter was in America at that point, working out there. And my husband and I were going and taking Z. And then she made this relationship with Y. So I thought, right, well, we should take him, you know, we should.  So Christmas 2007, we took them and they were already sharing a room and stuff.  

	Now this is not the first relationship Z’s had.  But she hadn’t been in a close relationship for something like 10 years.  In her early twenties, she fell madly in love with a gentleman with Down’s syndrome and vice versa. But then we’re going back to 1989/1990/1991, she would have been 20/21.  Again, the care team were supportive but his parents were totally against. And so we could see how good it was for them. And she’d go around and sleep in his house but his family didn’t realise that was going on. But the staff were supportive again.

	So this wasn’t the first time she had this kind of relationship or the first time the issue of contraception had come up, and so on.  So none of this was….she took the pill the first time and she took the pill the second time. So none of us were fazed by any of this and we all thought they had the right.

	The only wobbly bit that went on was quite quickly, Y wanted to get married.

I:	Yeah, I wanted to ask if they ever got married.

P:	Yeah.  Well, both his brothers got married after Y and Z moved in together.  They’d both been living with their respective wives for some years.  And he really got into wanting to get married. And I was agreeable but both fathers were not. So they didn’t get married. I mean, the main issue being whether they really understood the legal issues. And, of course, in the end, Y’s dad was really worried that he’d become completely legally responsible for her and he wasn’t up to that and he didn’t understand that.  

	So it kept being batted back to me to talk with them.  And I kept saying to them, it won’t make any difference, you know, most people only get married because they’re going to have children, was my argument.  Because that’s exactly what his brothers had done, they’d got married at the point they decided to have families.  And I said, it makes no difference, you’re living together just as if you were married.

	But yes, that was one point at which we had different views because it didn’t seem to matter to me. They’d have got the same support married as not married. And actually, Y was keen, Z wasn’t.

I;	Okay, she wasn’t.

P:	And it was not clear what that was about because she was keen to live with him.  He kept coming home with brochures for wedding cars and wedding dresses and all this kind of thing. And she turned up her nose every time at the look at wedding dresses, et cetera.  I’m not quite sure what it was about.  And my daughter kept saying to me, you know, Z doesn’t want this, mum, whatever this is about, she doesn’t want it. Anyway, it didn’t happen. But, of course, they lived together for those eight years as if they were man and wife. Yeah.

I:	And can you then tell me about a time when maybe people first started to suspect dementia or where you kind of see…noticed changes?

P:	Okay, 2010.  Okay, now it was a very trivial remark. I’ve already told you they had to move flats. And when that came up, I got a note from X County Council saying they’d got to move. And I replied, no, they haven’t, you’ve got a duty of care, you can’t just turf them out because you want to change the building. Anyway, so we had a meeting.

	So it was about November 2010. And the manager, X, came to the meeting and he made a chance remark to me that she wasn’t quite as on-the-ball as she used to be.  And, of course, he’d known her for years. Now, unfortunately, I knew too much.  I mean, in my mind, that triggered, oh, my God, you know, is she starting to show signs of cognitive issues.  Anyway.

	So it was not…it was there in the back of my mind.  We didn’t pay any attention, you know, we ploughed on, settled them in their new flat and everything else.  But we did talk about it. And by the time she’d got to the point of the surgery for her hip, I think I’d spoken to her GP twice, who each time said to me, it’s no good us trying to do an assessment for dementia.  Because first of all, they’d a lot of turmoil about this moving from one flat to the other and there’d been quite a bit of anxiety about how that was going to happen. And they did take them out to look at places in the community.

	So there was a whole lot of aggro stirred up in 2011/2012.  Twenty fourteen when the hip surgery was on the way, similarly, you know, we had to get her ready for hip surgery.  Her hip was giving her pain, she was limping. And again, her GP said to me, you know, there’s no point in us trying to do any sort of assessment with all this other stuff clouding the issue.  So we were talking about it in 2013/2014 more seriously, was beginning to wonder because there were more issues and some behavioural issues when I took her on holiday, and so on, which weren’t her, you know, she was getting more anxious about change and so on. Anyway.

	So I had in the back of my mind that this is what’s happening. And when she went back after the hip, they were on about behaviour issues, which could have been to do with them trying to make her walk too far. They could also have been to do with changes going on. And I really got cross [inaudible put down 0:30:46] with the care team and said, she isn’t to be marched into (town) crying. Whether it’s her hip or behaviour, that is no way to…you know. And I said to the manager, just for heaven’s sake, tell them all I think she’s got dementia and they need to change their model of what they think she should do and shouldn’t do, and can do and can’t do.  Anyway, that was the point it all blew up anyway and she wanted to come home.  

	So I think we knew.  We didn’t get an actual diagnosis until she’d come to (where participant lived).  So in 2015-plus, while they were discussing to move her, we all knew we were moving her because we thought she had dementia.  I kept pushing them for a proper assessment. And somebody went to see her a couple of days before she moved, who knew nothing about her. And there were not staff on hand to help this person complete the new form, so it was a compete farce.

	So she arrived in X with us all thinking she has dementia but no formal diagnosis, right. So they had to start again here, the team here with all the questionnaires and stuff, which drove me potty. You can imagine, I’m a psychologist with lots of experience. They were doing their best, it’s not their fault, the assessments [are tricky 0:32:09].  

	So we had to start again to show she declined every six months.  So I don’t think we got a definite diagnosis until she’d been with me for at least a year.  So we were all carrying on behaving as if she has dementia and these are the services they need to put in.  [The problem 0:32:28] about a formal diagnosis was chaotic really. I mean, as I say, here everybody was lovely and so it didn’t really matter. 

But I had stuff to say because there’s a memory clinic in the local hospital and I asked if we could go there and was told they didn’t take people with Down’s syndrome. Oh. I have to tell you, they do now. In other words, there wasn’t a joined-up service. We were getting all our services through the learning disability team and the learning disability psychiatrist, not the main dementia services. And I raised all those issues and continued to raise them as I realised. 

Anyway, that’s another saga. And it didn’t really affect Z because, as I say, everybody was doing their very best to support us.  And, in fact, because she could go to learning disability activities all the time she was well enough to do that and wanted to do it, and because I had some money for carer support, I soon realised we were doing better than an old person with dementia. We had better services right until she died than your average 80 year old or 70 year old with dementia. Because of the learning disability [bit 0:33:45].

Now I know we were lucky, our learning disability services were good. And, of course, some people say to me, that’s only because it was me and everybody knew me, everybody knew I knew what should happen. I don’t think that was true. They were all lovely and I think they were lovely to everybody else as well in the learning disability service.

I mean, it was true to say they’d have had me on their backs if they hadn’t been. And when she moved into the care home, they were wonderful. I slept with her to start with ‘til she settled. And we could go 24 hours a day, it was completely open visiting. So most days, I visited or her sister visited or her brother visited. But I had very continuous input, there weren’t many days…it was only a mile from home, less than a mile from home.  

So again, in a care home, I was there to mediate all along.  For the first couple of weeks, I was really quite anxious, they’d not had someone with Down’s syndrome before. But they were just lovely and they really made a fuss of her. 

And she survived through the first COVID shutdown, [very immersed 0:34:50] in her room. I was completely beside myself because you couldn’t visit.  [I thought 0:34:54] she’d feel she’d been abandoned.  But they did their very best. And they let me in on a slight pretext, as soon as they could, as soon as the government said visits could go ahead in garden in these pods, they let me volunteer with their activity team. So I went three days a week and I worked on the other floor…it’s a big home, a nurse floor, a residential floor and dementia floor. 

And I genuinely went and helped with the activities team but it meant three days a week, I could give Z her lunch and visit her in her room. Because we all knew she was too poorly to wheel to the garden or seek through a glass screen. 

And so I was very grateful for that because from the beginning of July ‘til she died, I was in every day, and her sister and so on. I spent the last 10 days sleeping in her room. Her sister joined me for the last night. I mean, they went out of their way, in a big old people’s home where they’re short staffed, all the usual issues.

And they’ve got another young lady with Down’s syndrome now in her forties and I still volunteer, although at the moment we’ve got COVID again. We’ve had COVID on and off since before Christmas again in the home, yeah. But anyway.

Yeah, so there is no doubts.  But you see, I would say that with anyone.  I’d have monitored the care of my elderly mother at the age of 93/94 in the same way. And yes, the more involved relatives are, the safer it is for someone who can’t advocate for themselves. But when we got locked out in the March 2020, I’d panic every few weeks and say to my daughter, we’ve got to go and see her, we’ve got to go and see her.  And (daughter) would say to me, okay, I’ll put my hazmat suit on, because she’s a vet, and I’ll go around and see if they’ll let me in. And then I’d say after a day, no, don’t go because you might catch COVID while you’re there.  

Anyway, but (daughter) kept saying to me, calm down, mum, she’s been there a year, you know you trust them, they love her and make a fuss of her. You know actually she’ll be okay.  You know, they’re doing very best despite all the…and, of course, they were right.  She…I mean, you know, it’s never perfect and it was a real insight to be on a dementia floor for however long it was, 18 months I think. She went in, in the February. Yeah, about 18 months. Anyway, pretty grim, you know. Immersion is what happens when people have dementia.  And so quite an insight for the rest of us.

But Z lost the ability to stand in October 2018, which was what led to the care placement in the end. Because I got a hoist and a hospital bed at home, after an emergency admission to a care home that was not nice.  Because she’d lost the ability to stand and I had no hoist. So we had an emergency admission in a care home in X that I had been told was the only one who’d take someone with Down’s syndrome and how lovely it was. Well, it wasn’t. It was the only place [inaudible 0:38:07].  I did some research of my own, discovered another place that would take her, it had never been asked before. Anyway.

But by the time they shut down, she didn’t want to come out of bed. She hated being hoisted and she got so poorly, we had decided to stop hoisting her out of bed. And, in fact, when she got this infection in the February, people thought she was only going to live for a few weeks. Well, she lived another however many months it was, maybe another year. Well, eight or nine months or something, from February to October.

But she was being nursed in bed.  Now to give you an idea of how good the care was.  She couldn’t’ move, she couldn’t [roll herself 0:38:48]. When I went in after four months or whatever it was, no bed sores, you know, they clearly had been looking after her [inaudible 0:38:58]. And I kept saying…I wrote a letter when she died, and made sure it got to social services, the GP and everybody else, a) thanking them, but also making clear how well they’d looked after her.  Yeah.

And so this relates to the issue, should people end up in old age care. And that’s a very tricky issue, isn’t it.  You’re either going to have old age learning disability places because many people might be 50 or 60, which is also not going to be inclusive.

We were actually working, at the point COVID started, to set up a little group in this particular home because it’s big and was not ever completely full.  We were talking about the fact they could have five or six people and it wouldn’t separate them from the main body but they could have a bit more expertise and a bit more activities suited for them, and needn’t be with 80 and 90 year olds all the time. But it got blown away. We were going to have an open meeting just before COVID struck. We’re still talking about it. The care providers, it’s a private business, are still interested but whether we’ll get anywhere.

But the county placed someone else there and the view was they wouldn’t use it because it was too expensive when Z went there. But Z was being funded from (former local authority), not (local area authority). Anyway, (local area authority) has placed someone there since, I hope as a result of my lobbying.  Yeah, anyway, we’ll see.

I:	When you said it was almost like that everyone kind of suspect dementia and almost even supported her as if there had been a diagnosis, even if officially there wasn’t.  Was it also kind of from the staff and the service, so that everyone had acknowledged that…?

P:	Yes, I don’t think they were all…it’s not really easy to know because I had far more knowledge and experience than most people working in the services, which, of course, won’t surprise you. So I think they just went along with me and I think they agreed. I mean, it was the manager who first [inaudible 0:41:08] he didn’t think she was quite as on-the-ball.  

But as I said to you already, it was very clouded by anxiety about moving flat, anxiety about her hip, and so on. She was dealing with so many things. So I don’t think they really got a grip of it being significant until the summer of 2015 when, as I said to you, I used it a little bit to stop them what I felt was pushing her too much and provoking behaviour issues. And it wasn’t clear whether it was the hip or whatever but anyway.

I:	Yeah. And was there any…

P:	Because she  needed more help and they…she got dehydrated, all sorts of stupid things went on at that point.  So I’m not quite sure. I kept saying to the manager, you must tell everybody I think she has dementia. Whether they…I don’t know.  I don’t know.

	Also, we have a slightly complicated issue because I’m not sure it was typical Alzheimer’s disease in the end.  So we ended up with a diagnosis of Alzheimer’s disease, simply because that’s what everybody thinks it is if you are dementing. She had the signs of left hemisphere weakness, so a right hemisphere stroke by the time she came to me.  I only noticed it I think after she arrived that her left hand and left leg were not functioning quite right.  And that got worse. So by the time she died, her arm was contracted.

	So there was something else going on.  And I know that can happen. And she had a few fits, not entirely typical, it didn’t get all serious like it does with some people.  But because she had a seizure one day at breakfast and almost fell into her breakfast, the elderly team sent me off to a neurologist with her, who, to cut a long saga short, I saw a locum who said she should have a CT scan and an EG and so on. And I agreed.  She said, we need to know what’s going on, given she could see the left side thing.  

	So when it got sent to the hospital and the senior neurologist was back, he stopped it and said it was a waste of time because we wouldn’t be able to do anything about whatever we found and it would be distressing for her. Which I understood but I wished I’d pushed for it later so we could have seen what was going on in her head. Because I don’t think it was totally typical of dementia.

	And when I met this other consultant in person, I didn’t like him.  I didn’t think he had any sympathy for her. And Y was with me. He wasn’t nice to either of them and he had a student with him.  My feeling was he thought, oh, she’s got Down’s syndrome, it wasn’t worth the bother. Don’t quote me.  He was probably the only person that I met like that. Even the consultant up here for inflammatory bowel disease was good with her.  I think he also thought, you know, we’re on a losing game here and let me keep her on steroids, which was the only thing that worked, which they don’t like them to be on all the time.  But because he knew, you know, we were talking short term anyway.  But, you know, otherwise, everybody who dealt with her was lovely.  But the neurologist I wasn’t so sure about.

	The other reason I don’t think it was entirely typical but I may be wrong, was the most heart-breaking part of all of this was her awareness of the situation right until her dying day, okay.  By which I mean she would say to me, I’m stuck, can’t move.  Which was true, she couldn’t move herself or roll over. And it slowly got so she couldn’t feed herself, you know, it really got [inaudible 0:44:52] as it were. And she would say to me, don’t go, not on my own.  So this stuff about I’m stuck, I can’t move.  Her brother came to see her in the last week, because we were back in lockdown so, you know, they could only let the immediate family in when we agreed she was actually dying.  Came to see her about three days before she died. And she took one look at him and started to tell him she couldn’t move, don’t go.  Reduced him to tears, reduced me to tears.

	Now that doesn’t sound like typical dementia to me.  There were a load of old people on that floor who were just somewhere else, didn’t know anybody.  Whereas Z still knew who everybody was and still tried to tell them how she was.  She had that conversation with the doctor at 30 hours before she died.  He couldn’t get over it, the GP, because he knew her well. And she started trying to tell him she was stuck. So he looked at me and I said [inaudible 0:45:57]. That was awful, absolutely awful that she’d retained awareness in a way I never expected.  

I:	Did she talk about Y once she had moved to you and then in the care home?

P:	Well, she didn’t talk so much about him because, of course, her language was going downhill.  But she was really keen to talk to him on Skype and when he came to visit.  But she got to the point where she didn’t want us to Skype in the last…I don’t know whether it was two or three months. She couldn’t cope.  Okay, so she’d say to me, turn it off. And this was partly because she could no longer manage to engage really in a conversation. And he’d keep asking her questions on the screen. He didn’t understand how to manage it, I didn’t understand how to manage it and she couldn’t cope. 

	So we actually stopped the live sessions and I sent him recorded clips, which was all a bit sad. But that was relevant in a way. Had he been there in person, when he came in person and held her hand and everything, she was so pleased to see him. I think that was waning towards the last year. But as far as I remember, in the November…I’m sure I’ve got video photos of the last visit. And then joining in music activities in the home and so on. But she was always pleased to see him.

	Yeah, but it sort of faded in between I think, you know, she didn’t…but I think it did for all of us.  I mean, in the March when they got locked down, her sister kept saying to me…we thought by then she was pleased to see it but probably didn’t remember when we’d gone.  And it was voices that she continued to recognise. And that was clear over Facebook as well. And after four months lying in a bed not seeing any of us, she didn’t know me when I arrived, dressed up like a nurse with a mask and PPE. She looked at me and didn’t show any recognition. But it soon came back when I went in regularly. And I said to everybody, it’s the voice she picks up on. It’s people’s voices, she knows your voices still.  

	But I think all this was, you know, getting more difficult. So I’m not sure she missed Y when he wasn’t there in the last six or eight months but I think she would have done earlier.  And we were forever…you know, we had phone calls and online things we did all the time, until she moved into the home and it was less frequent.

	But social services, when she got really poorly, I got them to fund a social worker to come with him because he used to travel on his own. And I said, he can’t go from here on his own after he’s seen Z in this state.  Particularly when we started to hoist her onto the toilet and so on, she was so much worse. I said, we can’t put him on the train on his own to go  300 miles. So they sent a case manager who stayed with him.  But they really…I mean, social services, we pushed for that, of course, but they agreed to fund it. So, you know, they did their best to support Y as well.

	And I would try to talk to him. I made him books.  I’ve told (PI) this.  Following on her diary stuff, I’ve got an app called Special Stories, which is for children basically but anybody could use it. I made books for them by taking photographs when he was visiting.  Photographs of what they did together, photographs of what she could do. And by implication, photographs of what she couldn’t still do.  So it was all completely specific to her, it wasn’t general about Alzheimer’s and learning disability or what might happen.  It was what you can see happening. To help him understand, it was absolutely specific. He could take these videos and stories back, I’d send them to his dad, I would put them on his iPad for him and on his phone. He could show them when he got back to the care setting. Okay.

	So I did that each time he visited.  And I even took them on an adventure weekend in the first year. She wasn’t up to it, it was all a bit of a disaster. It was too much for her but he loved it.  Then I made a video of all of that for him. 

	So we did our very best to keep him involved, to try and help him.  But if I’d say something to him, like on his last visit, I would gently say after we’d been in to see her, you can see she’s not quite so well, can’t you, she’s not doing [inaudible 0:50:30].  He wouldn’t talk about it.  He would, if anything, deny what was in front of his eyes.  He wouldn’t talk about it, it was just too difficult.

	And so I’ve got messages from some of the staff to say he’s in denial.  And I said, you can’t say that.  I said, I don’t think he’s in denial, he just hasn’t got the language to talk about it.  He really hasn’t got the language, I don’t think we can claim he’s in denial.  And he would distract himself. Because his dad got him an iPad, a tablet, in 2012 and he staggered us by how competent he was at learning to use it.  And then a smartphone.  So he would immediately get on the smartphone, unless we told him to put it away, get on it while he was visiting her.  But the minute he got outside, he’d be in his own world again and it would be difficult for me to try and talk to him about what was happening.  But I don’t think that was denial, I think he just didn’t know how to talk about any of it.  Very difficult to know.

I:	Yeah.  So when they lived together and Z started expressing that she wants to come home and stay with you and you said there was this whole kind of best interest process [inaudible 0:51:50] how did he express there how he felt or what changes…what was changing for them also as a couple?

P:	Okay.  He didn’t do this so much with me because one of the problems, and this is no doubt the case, is this acquiescence issue, he knew I thought she should come home.  You know, so you’re on the wrong page already.  And she was asking to come home, that’s what triggered it, and he knew that.  

	So the more important thing was the conversations he had with his own mum and dad and with the case manager and the independent advocate. And they all, I think, spent a lot of time stepping him through what was going on. And as I say, they said he knew she should…well, so, you know, our understanding of this process was, it was very carefully done without any interference from us or his parents for that matter.  I mean, we were both saying things but, you know, it wasn’t that really.  He had a lot of independent support.

	And it was complicated by the fact that she’d been with me for nearly six months because of the hip surgery, right.  She went in for the hip surgery I think in November in 2014 and didn’t go back ‘til April the following year.  She was really poorly. And she was really poorly not because of the surgery.  

	So I went down, stayed with Y’s family, took her in for her pre-op tests and so on and then slept with her in the hospital. And then we were stuck.  We’d asked to go onto rehab and they couldn’t find us a rehab bed. Every time one came up, there was an old person put in it. So after two weeks in the hospital, where I knew we’d overstayed our welcome and they’d given us a private room at no cost, they were lovely, you know, we’d overstayed our welcome, they needed the bed. I said, can I just put her in the car and take her home, even though it’s a long drive. They said yes.

	So I collected Y as well and brought them both up here in the December.  So he stayed with us ‘til January sometime and we had to go back for a check-up with the consultant surgeon.  Then I left him at home and brought her back again because she wasn’t well enough to stay. We had originally thought she might be well enough to go back.

	The reason she wasn’t was the inflammatory disease, the surgery flared it up dreadfully. And it was on reason we didn’t leave hospital because they ran more tests for the bowel disease.  So they wouldn’t let me put her on steroids because of the surgical lesions healing. So we had a bit of an up and down about that.  She lost weight. She wasn’t eating enough to keep a bird alive. She lost weight and it was weeks and weeks before they let me put her back on the prednisolone. And I had Y with me all this time and enough morphine bottles to knock out an elephant. I mean, it was crazy really.  

	Anyway, they both came to me for whatever it was, two months.  And then I thought he needs to get back because he’s not going to work and all the rest of it. And we had to go down.  And they offered me a place for her in a rehab place at Winchester, which was not right so I wasn’t going to leave her there.  So again, you know, we got him back into his setting and weaned off the feeling he could just stay with me at that point, because we were expecting her to go back. 

But she came home with me again for another three months until we judged she was well enough to go back.  And that was more to do with the inflammatory bowel disease. The wounds from the surgical operation healed with no problems whatsoever, we had her walking, we had reduced the pain stuff but the bowel problem was dire.

So this is all what complicates her scenario, right.  But it also means Y had already had a period of time without her. It was already starting to happen. She’d been with me, he’d gone back to the flat, then she joined him, then he knew they weren’t coping and the staff weren’t giving them enough help.  So again, it’s not a typical situation at all.

I:	Yeah.  How was it for him seeing her in pain?

P:	Oh, he hated it.  He hated it.  He was very empathic.  He adored her and would do everything he could to look after her. Yeah. And so when she was first diagnosed with the bowel problem, which was the end of 2009, he’d stand outside the ladies waiting for her patiently.  We didn’t know it was happening, it crept up and she didn’t tell anybody. And it took some months to get a proper diagnosis.

	But, of course, she had toilet accidents, she had bowel accidents.  I discovered she was wearing several sanitary towels at once to try and deal with it.  Mark was running the bath, finding clean clothes and trying to cope.  Yeah, I mean, he was really good at looking after her and would do everything he could to look after her and take charge when he came to stay, you know, pushed the wheelchair and so on.  And we went from wheelchair to a more supportive wheelchair, we got a wheelchair accessible vehicle and all the rest of it as time went on.  And he loved helping with everything.

	I think his parents were right to discourage him from moving with me. Their worry…first of all, they got very angry with me at the thought I was going to separate them and we had a to-do where they stirred up the lawyers and the county council office. It calmed down. When I said he could come, they didn’t want him to because they were afraid he’d cut his links with X Social Services and that it was better for him to be near home. And, of course, they were right.

	And although I wasn’t fazed about having them both at the time and keeping him busy and getting him out…there’s quite a lot of work stuff goes on around [town 0:57:54] quite a lot of opportunities to go and do things, gardening projects and all sorts.  I hadn’t factored in that I would be dealing with her getting worse and trying to support him watching her getting worse at the same time.  And I think that would have been difficult.  And my own children thought I was mad to have them both…no, that’s over the top.  My own children were anxious that taking them both on in my seventies was a bit daft.  And so, of course, it turned out to be right, it was much better that he stayed home and we did our very best to keep them together as much as we could, keep them in touch, it was right for both of them.

I:	And you said you made these books to help him to [have an 0:58:39] understanding of dementia, you know, what’s happening.  So is dementia something that he knew, you know, what it is, is that a word that he kind of…?

P:	No.  I told everybody not to use the word to start with because Y was very good at searching online, right. And if he put in dementia and Down’s syndrome, he’d terrify himself.  So I told them not to use the word at all, to just talk about what she couldn’t do. And I can’t remember, I said things to him like, you know, something to do with the brain being…I can’t remember exactly how I tried to explain to him, you get illnesses, you know, like when you cut your finger, but this is about an illness that affects how your brain works and that affects what you can do.  And all those concepts really quite difficult.  

	I’ve got diagrams, I did the same thing with the diagnosis of the inflammatory bowel disease, I got diagrams and looked for child-friendly type descriptions about that, to try and explain to him what was going on and that you’ve got inflammation in the gut and so on. And I tried to do the same thing with the dementia.  I sent for all the books that the charity MacIntyre did.  The MacIntyre charity got a grant to produce lots of books, I’m sure you’ve seen them.

I:	Yeah.

P:	I got those, I used to print them around the services here. I wasn’t sure they were entirely what he needed but anyway, you know, we looked around for everything we could find.  But I decided it was better to stick to explanations. And, of course, because Z’s situation was complicated, with the hip issue, the mobility issue, we weren’t sure at various times how much mobility had to do with the hip and how much it had to do…I don’t think once we got her hip fixed it had anything much to do with her hip. 

But unfortunately, at the same time, she was losing the ability to co-ordinate to step up a step, et cetera, all at the same time, got frightened of the swimming pool. Then I realised it was depth she couldn’t deal with.  We took her somewhere on an outing, we went into a big shop with a coffee shop. And the coffee shop was on a mezzanine floor, so it was  balcony, it looked down into the shop and she was terrified. She wouldn’t let us take her anywhere near the edge where there was this drop into the shop and so on.

So, you know, I think the motor effects of the dementia were pretty serious and they’re not sufficiently identified.  Z had the typical symptoms of somebody with dementia, not somebody with learning disability.  And the loss of motor skills and motor control is not sufficiently identified. And I went to a meeting in the States, a research meeting and there were a few sessions on Alzheimer’s. And I spoke to the researchers and I said, look, as far as I can see with my daughter, ABC.  Oh, we know that, they said, we are looking at the motor stuff. 

And I thought, well, then why in the hell isn’t it further upfront.  The tripping over kerbs and things might be some of the first signs you actually get. And it’s still not upfront, it’s still always behaviour stuff you see first. It wasn’t behaviour stuff with Z. She began to forget things, she began to stumble.  She did have behaviour issues but they were all linked to fear again. I realised they were linked to when she was thinking she’s not going to cope.  They weren’t, in other words, a direct result or symptom of dementia, they were a symptom of the loss of skills she was having with dementia. Does that make sense?

I:	Yeah.

P:	Yeah.

I:	And it sounded like Y also came along to some of the appointments with doctors and hospitals.

P:	Yeah.

I:	How was that for him or how did people respond to him?

P:	I don’t know. It only occurred if he was here with me at the time.  I don’t know.  I mean, I always thought he should always be completely involved when he was about.  I think I’d taken him over to the GP’s and they would have been lovely with him.  Everywhere I went, except for that neurologist, people were lovely, yeah.  And when he was with me, people from the learning disability team, I mean, they all got to know Y, you know, they would all have a chat with him. And the same in the care home, they were always pleased to see him and treated him appropriately, yeah.  

I:	And would he ever ask any questions?

P:	No.  I think that’s back to this language thing.  He’d listen, he’d be taking it in.  But no, I don’t remember him ever initiating questions.

I:	And did they have things like, I don’t know, photo albums of their time together that they liked looking at when they were…?

P:	Yes.  Right back to, for example, when we took them to New York, my daughter took them for a [cart 1:03:54] drive in Central Park and all this sort of thing.  Yeah.  And they’ve been to the family weddings and all the family stuff that went on.  Whenever we went on holiday, we took lots of pictures and we’d make albums for them. So did Z’s dad.  If he took them on holiday, he would make an album for her with pictures of the holiday.  Yeah.

I:	And you said when she left initially, he stayed in the same flat but then he moved.

P:	Yeah.  He must have been two years I think still in the same flat. And he got moved out because they were trying to get everybody out of this setting because they turned it…they stopped it being a supported living setting.  They turned it into an assessment centre and had mostly people with severe behaviour problems whose placements had broken down. It had turned into something completely different.  

X Social Services got out of provision and they turned this setting into basically an assessment crisis management setting, even before Z moved which was…oh, Y’s father was furious because it was so ideal for independent living. It was right in town.  And he said, they’re off their heads, you know, it’s so ideal for people to be independent and they’re turning it into something else. Anyway, that’s what they were doing.

So they wanted Y to move because he didn’t think he was any longer in an environment that was right for him. But it took a while. The X charity actually run the place he lives in now, which is about two or three miles away, that’s all.  He’s still in the same neighbourhood. But he can’t walk…well, he walks into [X 1:05:34] which is really a smaller village next one along from (former village).  And he’s still near his mum and dad and so on.

And he’s okay, he’s settled in there happily.  Of course, it’s been totally disrupted by all the COVID stuff but otherwise, yes. And he’s busy, you know, he does keep busy. He has activities every day. He goes to an art group. He still goes to this place that does the recycling, et cetera, three days a week. He’s done that for years and years. So he’s got lots of links in the community and lots of people who knew him well and people who knew Z as well. So they were also able to talk to him about what was going on.

I:	Yeah, good.

P:	Yeah.

I:	I think that’s all the questions I had.  I don’t know if there’s something that you feel I didn’t ask which would have been good to…?

P:	No, I can’t think of anything else.  I suppose my final comment should be, he’s coped amazingly well.  Coped amazingly well. And my daughter would tell you and son would tell you the same. And you put that in the context of what I told you about his mental health issues, right.  One of the reasons his dad got so cross with me about moving Z was they thought Y would go to pieces and he’d have a breakdown. And they’d had this awful experience of him being in a mental health unit. 

In fact, he coped fantastically well. He didn’t sink into depression, you know, he coped. And alright, when she first moved, he was coming about every eight or nine weeks, I mean very regularly. So alright, we set up from the outset…oh, when I went to fetch her, when she moved to live with me, I drove down.  I have [a family estate 1:07:24] car.  We piled all her stuff in and Y, and he came back for two or three weeks to settle her in.  It was like their summer holiday, it was August, and instead of taking them on holiday, I brought them up to X to the new flat.  

So we involved him at every point as much as we possibly could. He helped her move, he helped her settled in and he helped me sort stuff out for her. We went and chose some new stuff for her room and all this sort of thing.  Yes, we did, you know, I think we worked as hard as we could to help him and to keep him involved.

And after that trip, we took him and put him on a plane back to X from X. And then he came up the next time on a plane. But they’d got into some rough weather, so he got frightened about the flight. He had a bumpy flight and that was that.  But there’s a fast train service from X to X. So we got a member of staff to bring him to X because you have to go X and across to X. And I thought that was too much for him. So we then got a member of staff to bring him to X, see him on the right train and I got him off at the other end.  And he did that brilliantly. His dad was afraid he’d fall asleep and end up in Glasgow but he never did that. He was always ready to get off at the right stop.

I:	Good.

P:	So yes, I mean, we did continue to try and let him feel he was still looking after her and doing all he could.

I:	Actually, towards the end, do you know if there was any work or conversations done with him around death or dying or what it means, was that something…?

P:	Yes, I think there would have been.  He’s lost over time…they had a granny who I never knew, his father’s mother got dementia and it was all very, very sad. They brought her near to home and couldn’t cope with her. And in those days, she ended up in a psychiatric hospital in an old people’s dementia unit, which is dreadful. Anyway, Y has some memory of that, he’d have probably been a teenager.  They did use that a little bit. I said, I think you need to be really careful. Anyway, she’d died not long…his step-grandad died, there’s been aunts who have died.  He knows all about people dying.  He’s very interested in his family history, okay.  So exactly what he understood about it is another matter.

	But I think his family talked about it and with him as much as they could. And his parents are very good.  But also, Z and Y had a friend with Down’s syndrome called John, who was about four or five years older than Z. He died of dementia months before Z, right, down in X. And Y and his mum watched that funeral on a video link as well. 

So they used every opportunity to gently…I mean, he knew she was dying.  I can’t remember whether I talked about her dying the last time he came but we moved from saying don’t use the word dementia to the point at which I said to the staff, you probably had better use the word dementia and we need to talk about dying. I can’t quite remember how it went. 

But you can picture it.  His mum had worked for a charity, she’s done counselling training and grief training, you know.  In other words, we’re not a typical set-up here at all.  Z’s dad’s a church minister. They’re surrounded by people who should know what they were doing. And also, we’re nudging staff to do the right thing.  So I don’t think for one minute we got it all right but we did try. And he coped admirably.  And we have a family WhatsApp group and my daughter’s pretty good and her partner…well, and my grandsons, my son’s family, they still send him messages and tell him what they’re doing and Y sends messages to us, you know. 

Because one of the things that was very clear was Y and Z spent a lot of time with my family.  Not to backtrack on [inaudible 1:11:48]. Mark’s family were not as good with Z.  Well, [I’d say 1:11:52] they worried. When she got frail and had her various problems, they worried about how [inaudible 1:12:00] responsible for her, let’s put it like that.  And they spent a lot more time with us. And, of course, one of the things we knew, and it’s true, was he was losing all his family contact with everybody. He wasn’t only losing Z, he was losing all the rest of the extended family and all the things he did with everybody.  

And so he hasn’t been up for a summer visit for two years because of COVID. And I need to think about it because I said to his mum, I’m not sure…I don’t really…anyway, we won’t go there.  I’m 76 in a couple of weeks’ time. So although I don’t feel it, I’m perfectly fit and active, there is still an issue about saying, you know, I can take Y on holiday, I can do this, that and the other. And whether it’s actually helpful, you know, because we’re so far away. 

The COVID stuff in some ways may have made it easier to ease that expectation of him to pick up life where he lives. Because he’s doing all sorts, he’s going out to art group and so on.  And I’d be pleased if he found another girlfriend. But unfortunately, he got himself in a bit of trouble by having a little bit of a crush on a girl working in Boots and got ticked off. That’s since Z’s been up here. So that was all a bit sad. But anyway, I mean, all these relationship [inaudible 1:13:23] are tricky.

I:	Yeah. But there’s still contact, which is nice.

P:	Oh, yes. And I didn’t go and visit him while I was down when my sister’s sick because everybody was terrified of this current COVID surge and   nobody really wanted me to go and visit and they don’t want to come out and visit. So he didn’t even know I was there. His mother knew I was there but she decided even she was afraid to meet me outside because it was too cold. It was in October I went to see him. And the next time I go down, I’m going to see him.  

	Yeah, so I don’t think there’s anything else to tell you, I could talk about it forever.  And, I mean, it’s the relationship bit, isn’t it, that you’re concerned about.  I mean, I could go on for hours about how absolutely dreadful it was for Z and how traumatised we all were and we miss her terribly. It was really, really awful.  And how important it is for us to try and find some way of reducing this in people with Down’s syndrome if we can.  You can guess, can’t you, I trained as a clinical psychologist in 1969 [inaudible 1:14:40] a long time ago. We had no…
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