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P:	First few questions, and then I started typing it up, and it’s that thing that once…the more you think about it, the more you remember, and I was with Z through the whole thing, so I do have a lot of information, so I thought if we’re talking and it’s too much, what I could maybe do is, I’ve typed up the answers to the first two questions, but that includes the story of Z and Y and how they met and everything, and I thought if I emailed that to you and you’re happy with that, it might be easier then if I just typed up the rest and sent it to you, and you could pick what is relevant to your study. 

Because as I was going through this and typing up about Z and Y’s life, it’s quite interesting when you see it in writing what it pulls out for you, that you were less aware of at the time, because you’re living it, and you’re trying to find solutions to it, so I think…

I:	Yeah, and I mean…yeah, we could also see…so after we have this conversation, you can maybe see if you feel that there’s a lot missing that you feel would come out if you write it down, and then we could do both, if you think…if that’s more helpful. Yeah, definitely, yeah.

P:	Yeah, I think actually it might be more helpful to you, well, we’ll see where it goes, but you know, just things like…things that happened in their everyday life that, you know, you were just busy getting on with, but looking back now, you think, how did that contribute. I mean, I guess my understanding is, if you’re going to get Alzheimer’s, you’re going to get it sort of thing, but I guess there are things that could maybe accelerate it or…

I:	Like risk factors like diet, activity levels, things like that or…

P:	Right, okay. Well, actually, I was just thinking of experiences, you know, but being honest, diet and activity levels, well, when it comes to my young sister, yes, that is…she wasn’t the most ardent sports person, and yeah, we all ate quite a healthy diet, but Z had to be encouraged. But she did also have Down’s, so there is a big key disposition there.

I:	Yeah, and I think that’s…you know, that’s definitely probably the most kind of contributing factor to keep in mind, yeah. To start, do you want to just tell me about Z?

P:	Yes, well, she was my young sister, so she was the third child in the…well, my mum had five children, three of them survived and Z was the youngest, and so she was born at home and I believe it was a difficult birth, and when she was born, she was born with an inoperable hole in her heart and it was very deep, so she wasn’t actually expected to live, and I believe when she was born, it was also obvious that there was a level of disability there, but at the time, it took 18 months to identify Down’s. 

So basically, my mum and dad were told, you’ve had this blue baby and she’s not going to survive, so just put her away in a home and forget you ever had her, because that was 1960, and that was the attitude. And so…but I think probably having lost two babies, there was no way my mum was going to give away a baby, and she just put her foot down, and I always take my hat off to her, because she just said, no, she’s our baby and we’re keeping her. So Z being Z did survive, so we have to assume that the hole in her heart actually corrected itself, and really up until…she had…after she had Alzheimer’s, she developed an arhythmic heartbeat, but up until that point, she had no problems with her heart, so possibly a few circulation problems. 

Anyway, that was Z, and she survived, and then when she was three years old, she could…she started to walk and talk, and then she just developed quickly after that, but I remember this when she was three and I was four, and we went up to X Hospital in X for Z to have a psychological assessment. And obviously I remember going to the hospital, I didn’t know it was for a psychological assessment, and Mum was told that Z had an IQ of 75 and so that was not at a level that you could educate, so it must have been so distressing, you know, because you have this baby, and people are telling you to put her away, telling you she can’t be educated and it’s all doom and gloom. 

But what actually happened, Paula, was that I started school the next year, and so…and Z really missed me, because we were always together, and Mum never, ever told us there was anything untoward about Z, different about Z, we were just taught to bring her…well, we just didn’t think anything about it. And so when I…when Z was four, I went to school, and so I don’t remember this, but all my relatives used to talk about it, was that when I came home from school, Z was always waiting for me, and she would always say, what did you learn at school today, (own name)? 

And so I would just teach her, and that’s how she learned to read and write and do arithmetic, and of course she was more than capable, she was so bright. She was…it’s that thing, I’m a therapist and I work with the three principles, so that involves the…not the mind, but minds, so the intellect beyond the intelligence, and Z definitely was tuned into that, because she always had an inner wisdom that belied the IQ that was placed on her. So she was just the most amazingly bright, determined, funny, just she was so full of life, and she had this thing, like she was so full of unconditional love, and actually I have got friendly with a therapist that I got Z to go to. 

Well, I didn’t, I asked if she would see Z when Z had Alzheimer’s, for crystal healing, and she describes Z as, you always knew Z, when Z was arriving, because her aura appeared in the room five minutes before she did. So she was just a brilliantly kind, intelligent, determined, very charismatic person, and she just…for those that were open to seeing beyond the disability, she just contributed to much to their lives.

I:	So it sounds like…almost like some kind of like embodied kind of being really attuned to her surroundings, so having some kind of…yeah, emotional intelligence of being attuned.

P:	Yes, absolutely, and you know, I actually have written this today that when she had Alzheimer’s and we were quite far into the Alzheimer’s, she would see spirit, because she would say…(name), who is a brilliant person at (service) that at that time managed the support workers, she tells this story of when Z and her were sitting, and they were waiting for Y at the dentist or something, and they went for a coffee. And Z said to her, you do know that your gran is here with us, (staff name). And Z had no training, nothing, and (staff name) went…sorry, she didn’t, Z said, do you know that there’s someone with you, and (staff name) said, who’s with me? 

And Z said, who do you think it is that’s with you? And (staff name) said, it’ll be my gran. Z said, that’s right, then Z gave her a message from her gran that (staff name) said was just so absolutely spot on, and you know, I remember she was staying with me, Y had to go in for day surgery, and just so that he didn’t have to handle Z’s Alzheimer’s when he got home, she came to stay with me for the night. So I had my mum over for dinner, I took her home, Z just wanted to stay in the house, and when I went back, she said to me, oh (own name), that’s the others away now. And I said, Z, it was only Mum that was here, darling, and she said, no, (own name), the others, and I said, oh, who were the others? 

And she said, well, there was a lady and two men, and I said, did you recognise them? And she said, yes, I knew their faces, but I can’t remember who they are, she said, but the lady kissed me before she left, so she had that connection, and she had no fear of dying, because she knew where she was going, she knew. There was one…we used to go and see her on a Sunday when she was in care, and it was at the time that she was sleeping maybe 22 hours a day, but she was usually awake between 12 and two, so we went down this Sunday and she was just flat out, Paula, and we were so disappointed. 

And one of the staff came in and said, don’t be alarmed that she’s not awake, she was actually up most of the night, and at that point she couldn’t really talk anymore, but she could make noises, and the girl said she was having such a conversation with someone that we couldn’t see, but they were really, really…she was giggling her head off. And then she started waving, and I said, do you know what, I know who that’d be, that’d be my late partner (name), and I said, she’s seeing spirit. And the girl said, ah, that makes so much sense, because she’s been doing that quite a lot lately, so she had that understanding that there was something beyond life, and she’d no fear of dying whatsoever.

I:	Okay. Can I just kind of…I think I want to come back to some of that.

P:	Yeah, okay.

I:	Maybe before that, just to kind of go more back to the beginning, can you tell me how Z and Y met, kind of how their relationship started?

P:	Yeah, I’ve written that all out. Z lived at home ‘til she was about 18 or 19. She was very well educated, she went to a little school called x in x, and it was for people with a learning difficulty, but it was a fantastic school, they really stimulated the children, and so the outcome of that was, well, when she left school at 16, so that was ’76, there was really nothing for her, and all that could happen was that she went to this day centre, which was in a church hall, but there was no real funding, and there wasn’t…they had maybe snooker or…there wasn’t a lot to do. 

So she was used to being mentally stimulated and then she had nothing, but at the same time, she was incredibly independently minded, and Z wanted to leave home at 16, she wanted to have a plan, but obviously she didn’t have the life skills at the time. So obviously I would have thought as well my mum and dad would be thinking, what was her long term future, and so one day my mum was at the GP and obviously was chatting about it, and he suggested (community) in x, so Mum and Dad went down to see it, and at the time, (community)…I’m sure you know all the background to (community). 

So at the time, there was the big house and most of the girls lived in the big house, but maybe in a bedroom there was two of them, but they all aimed to get into the wee attic, because it was more like a wee flat, and Z eventually did. But they had a job, which stimulated them, they had friends around them that were like them, so they weren’t stigmatised, and at the time (community) would bring in like a movie or a disco or something, you know, there was so much more appealing there than living at home. So Z jumped at the chance and (community) jumped at the chance to offer her a place because she was so bright. 

And so she went there when she was 18 or 19, and when you went to (community), then what happened was, I think it was a month you weren’t allowed to visit, because you had to let the person settle in, and they reckoned a month was enough that when you then…you weren’t allowed for them to come home, but you could go and visit. And you know, but they were always worried the person would be so upset and everything, so we went and visited Z, and when we left, my other sister and I, we were in the car, we were bawling our eyes out, and Z was standing waving at the door, just totally content. 

So I wouldn’t say that her time at that time was without frustrations, because I actually think Z was always aware that there were limitations being put on her that she didn’t believe should be put on her. So I think at times she did get a bit frustrated, but on the whole, it was a better solution for her than living at home, and then what happened then was of course, the government changed the law and people with a learning disability could live independently with support, and I didn’t know this ‘til later, but what actually happened was that (community) were building supported accommodation in…I think it was x, and so they got my mum and dad down and suggested to them that Z be given one of the flats. 

And this is just typical of the way my dad thought, he always said no before he thought about it, you know, he put his mouth in gear before his brain, although he was very intelligent. And so they said no, Z wouldn’t be capable of that, and then they went home and they thought about it and they talked about it, and they sort of realised that all Z’s peers from (community) that were capable of going into sheltered accommodation would go into sheltered accommodation. And they thought, that’s a shame, she’s going to be left behind, so they contacted (community) and said they’d changed their mind, that they wanted her to have a flat, but all the flats had been taken, so she missed that. 

But then…so what then happened was that Z had asked if (community) would speak to me about things instead of my mum and dad, and so that meant that when she got the opportunity, there was a part of one of the log buildings at (community) had been made into a flat, and so Z got the opportunity to move into the flat, and there was five of them, girls lived in the flat, and they all had key workers and they were all supported to learn to live completely independently. So Z took to that like a duck to water, she was more than ready for it and she loved it, and that was very, very happy days in that flat. 	Comment by Paula Jacobs: Till here

And my understanding is what happened during that time was that Y was living independently in a house in (area), which I think is quite a rough estate in (town), and he was living…he was sharing a house, my understanding is, with somebody that wasn’t really a suitable person for a vulnerable person to be sharing a house with. And so the person he was sharing with caused issues and of course Y was tarred with the same brush, because he had a learning disability, and so my understanding is that his support worker from (service) said, we need to get him out of there for his own safety, and there just happened to be a place became available at (service) at the time, so Y came back to stay at (service). And that’s where he and Z met.

I:	Y had also mentioned that his parents lived and worked at (service)?

P:	Yes, they did, but they were dead by this time. It’s quite sad for him, because by the time we knew him…oh, his younger sister was still alive, X, who had Down’s, but his parents had died and his brother had died as well, so…but he had two uncles who were his guardians, and his sister in law, he’s still very close to x, she’s in (town). So my understanding is that’s where Z and Y met, and I believe that they just started as friends, and they were friends and then they became…started a relationship. 

And from what I gathered at the time, because Z’s key workers or support workers always had my phone number, so I think they weren’t always meant to, but they tended to let me know about things, and her key worker, x, at the time, I think what they did was that the staff were trained to know what was a good relationship and what wasn’t, and if it wasn’t a good relationship, the residents at (service) would be encouraged, gently very encouraged…I used to watch the way the staff worked with them and how they influenced them. 

So they would be gently encouraged that it wasn’t such a good relationship, and I think eventually it would drift away, but (key-worker) thought Z and Y were a very good match, and so she encouraged…when they wanted to get engaged, she encouraged it. And also the management committee, (name manager), my mum and dad had known all the time Z was there, so she is the one person that could influence them, so she…they spoke to her and she said that (service) were very happy with the relationship and they had no problems with them getting engaged, and it would be a long engagement. 

So that gave my mum and dad plenty of time to get used to the idea. And so I think they got engaged, Y maybe told you that, I think it was 1997 or…I think it would be 1997 or 1998, because they got married in 1999.

I:	Yeah, he did say that, yeah. 

P:	Because what actually happened was that having got engaged and it was going to be a long engagement, and then there’s this lovely lady x, and she designed and made wedding dresses, and her stepdaughter x was a resident at (service), so Z had got engaged, seen (lovely lady), said, oh, Y and I have got engaged, and (lovely lady) said to her, oh, when are you getting married? And Z had said, I don’t know, and (lady) said, well, Z, when you get a date, let me know and I will design and make your wedding dress for you. 

And Z had said to her, well, I don’t know if I could afford you, and she said, Z, you have always been very, very kind to (step daughter), so this is my chance to repay you, so I will design and make your wedding dress for nothing. So that was that, Paula, they were off to…well, they went and saw (manager) and said they wanted to go and see the minister, and they went and saw the minister and I think they were married within a year, that was 15th May 1999.

I:	And at the time, did they already live together?

P:	No, what happened was that Z worked outside the village, but she worked in the x in the inn, in (town), and she loved her job, and she was the first person with a learning disability that they had ever taken on. In fact, they didn’t want to take her on, but x was a brilliant key worker for Z, she was incredibly supportive, and big picture, so she had gone to the (inn) and asked them if they would consider taking Z on, and they said no, they wouldn’t. And she said, well, would you consider meeting her before you make your decision, and I think that they felt too small to say no, so they met Z, and once they met Z, they offered her a job.

So she worked there in the kitchens, and then by that time, if you know (service), there’s the two gate houses? Well, Z had moved to live in one of the gate houses, and that was like the final step at (service) before you went and lived independently outside the village, so she lived in there with…she shared it with two guys, and she worked at (town). Y lived in (other town), and once they were engaged, Z would spend the weekend with Y, but she lived during the week at the village.

I:	And was Y supported by (service) in (town), was it like a supported…yeah.

P:	Yes, he was, uh-huh.

I:	Yeah, yeah. And then how was the wedding like?

P:	Oh, it was amazing, but you have to understand, it almost never happened because…

I:	Y did mention.

P:	And do you know, it was just one of these things, Paula, that…well, my mum and dad…my dad was very old-fashioned, and he had done very well for himself, but he…obviously when Z was born, they could never have ever predicted that Z would be living independently and married and things like that, and so they didn’t…they just saw Z living at (service), and then they’d come round to her maybe living in a (service) sheltered accommodation, but (manager) talked them round. 

But then what happened was, Y uncles who were his guardians, they weren’t being mean, they were trying to look after him, and what they said to me, which Y is possibly not aware of, I’m sure he’s not, but what his uncles said to me is Y had a trust fund, and once Z and he were married, it got complicated, because Z would be the next of kin and have a claim on the trust fund. So he had a concern that if they got married and it didn’t work, Y would lose this money that had been invested on his behalf. So you can understand where they were coming from, and they were very persuasive. 

My mum and dad and I went and met both uncles and they were very persuasive, and so what…they weren’t not wanting them to be together, they just wanted them to live together for six months, and if it worked, then they could get married, but that’s not what Z and Y wanted. And it is that…it got a bit uncomfortable at the meetings sometimes, and you know, Y did say, well, living together’s not the same as being married, and it’s not, and so…well, I don’t understand the difference, because I lived with my partner, but my friends that have lived together and then got married say it is different. 

But also it was what they wanted, it was their choice, and (key-worker) said to me on the day of the wedding, I’m so glad you supported this because I have seen so many people with learning difficulties getting stopped from marrying, and it harms them, it just harms them, as it would. So you know, I was pulled one way and the other, Paula, and so my late partner x, said at the time, do you know, (own name), people have an agenda here, no matter if it’s a well-meaning agenda, they all have an agenda, and you don’t. 

You just want what’s best for Z, because I was running my own business, we had problems at the time, and I was exhausted, and every night I’d come home, and someone was on the phone trying to persuade me which way to go. And (partner) just said to me, no more, you don’t answer the phone, I answer the phone, and you’re not speaking to anyone, and just go away and sit quietly and make up your own mind, and once you’ve made it up, don’t move. That’s it, it’s made up. So actually, Paula, what happened actually was that I went and sat in my bedroom and I said, okay, God, I’ve always believed in you, I don’t go to church, but I have always believed in you, and I’ve never really asked for something before, but this is so important and it’s not for me. 

And I need you to tell me what to do, because I don’t know what to do. And I said, and I’m going to give you three days, because it’s quite complex, and three days from now at this time, I’m going to come and sit where I’m sitting now, and I want you to give me an answer, and I put the question out, and three days, three seconds, the answer was just there, and the answer was, they don’t just want to be married, they need to be married. And that was my answer. So then the next question was, how did I persuade people, and we all went to this meeting and I didn’t…I knew I had to make a speech, I didn’t have a clue what I was going to say, and I was heading out the door…am I giving you far too much detail?

I:	No, no, this is…no.

P:	I was heading out the door to go and I was exhausted. I was emotionally exhausted, I’d been crying for weeks over this, and the phone rang, and it was that thing, do I go back or do I not, and I thought, I’ll go back and answer the phone, and it was Z, and she said to me, (own name), are you coming today? And I said, yes, I am, darling, I’m just leaving now, and she said, okay, that’s good, and she said, x, who was in charge of the support workers at the time, she said, x got…had Y and I in for a chat last night, and x said, we just have to not say very much, because what used to happen is that Z and Y knew what they wanted. 

But then when people started challenging them, they would try and find an answer that meant that they were helping the people that were challenging them. And then they would get confused and then people would say, you don’t know what you want, but they did. It was other people’s attitudes that was causing the issue. So she said, x said, we just have to not say too much, and I said, that’s right, darling, I said, look, don’t let people throw you. I said, as long as it is sensible, when you’re asked a question, just say that you want to be married, and leave it at that. Don’t elaborate, just say that, and I said, you know, Z, you do understand, darling, that there’s going to be very few people here on your side today. I don’t want you to get your hopes up too high. She just went, (own name), she said, I don’t need many people to be on my side. If you’re on my side, this will happen. 

I was like, no pressure then, so I was driving down, Paula, I was crying all the way down to (town), because I didn’t have a clue what I was going to say, and then I got halfway down and I was like, right, stop, and I just said, okay God, I spoke to you, you put me in this position, so I don’t have a clue what I’m saying there. And I’m going to go in, and when it’s my turn to speak, I’m not even going to think about it, I’m just going to open my mouth and I trust you. Oh my God, he did a great job, I have to say, so I didn’t understand that that was me being in touch with my prior consciousness at the time, so I went in, and as I say, when it came to me, I gave this speech and the senior social worker was there, because Y’s uncles were quite influential and quite highly connected. 

And so the most senior social worker in (town) that handled people with learning disabilities was there, and I felt, Paula, that when I spoke, he…I felt he maybe thought I was all mouth and no trousers, do you know, no substance, but actually, when it all…when everything was said and done, he said, you know, I can’t think of a reason why they shouldn’t be allowed to marry, and that’s how I felt, Paula. When I looked at it from having had the answer, when I looked in on it, I thought, everyone else is given a right to fail, why should you not have that right, just because you have a learning disability? 

Just like we’re given a chance to succeed, so that was what happened, and I think we had three months, and the social worker said, well, someone has to organise this wedding, and so I said, well, I will, because I thought, then he’ll know I’m serious. And he said, that’s fine, (own name), and he said, I will allow you to have a team. You don’t have to do all of this on your own, so (key-worker) stepped up and…well, x put (key-wlrker) forward, and the social work department put Y’s social worker forward, which was not the biggest help. She didn’t quite have the vision that the others had, but anyway, we worked with that. 

And so what actually happened was, we organised the wedding, my dad had thought it would be eight of us going to a registry office, Z then getting married, we’d all go for a meal and it would all be over in three hours, but that wasn’t what Z wanted. So Z had her white…and Y, you would were at Y’s, so you would see the photographs.

I:	Yeah, he showed me, he also had some pictures on his phone, he showed me from the wedding, it was really nice, yeah.

P:	Alright, okay, so what…yes, because I’ve got the photo album just now because I’m doing some stuff for Down’s syndrome day for my Facebook, so what actually happened was amazing. Just talk about manifesting, Z was a brilliant manifester, so what happened was she got her dress made, we went down and she tried on loads of styles, and we found the style that suited her, and (lovely lady) made it for her. (Lady) also sold us…my sister and I our bridesmaid dresses at a very reasonable price and did the flowers. Y…oh, Y was taken out by the support workers at (service) and got his suit and everything. 

X, the minister at the church, was amazing, and what the church did was, you know when you get married, you pay the minister, but she waived her her fee, and then what she did was that in the church on a Saturday afternoon, the ladies that do the flowers will come in and do the flowers to make the church look pretty for the Sunday, but what the minister got the ladies to do was come in and do the flowers on the Saturday morning, so the flowers were all in the church for the wedding, so we didn’t then have to pay for flowers for the wedding, which was amazing. 

They were beautiful. And Z and Y went to the church, so I learned afterwards, I think they invested quite a lot in the flowers as their gift to…the whole thing about the church was that was their gift to Z and Y, their wedding present. Then they didn’t have a best man, so X, my partner, became the best man, and he’s quite…he wasn’t…he was quite shy about things like that, but the arrangement was…the only reason he wouldn’t have been Y’s best man was he said, I don’t know enough about Y. 

But what we arranged was that (partner) would read the telegrams, the cards out, and his uncle, Y’s uncle would give the speech, because he knew everything about him, so that’s what we did. And then on the day of the wedding, Z came up to spend the night with me the night before the wedding. We went and did the rehearsal the night before the wedding, and we were like…Z was like, what are we doing for my pre-wedding meal? So I don’t know if you remember Little Chefs, you maybe…I don’t know when you came to the UK.

I:	No. Yeah, no.

P:	There was these wee roadside cafes called Little Chefs, but they were clean and they did…the quality of food was nice, and they did these amazing cooked breakfasts, so we were driving at home, we had Z in the car after the rehearsal for the wedding, and Z is like that, what are we going to do for my pre-wedding meal? And there was this great Little Chef just off the Ax, and (partner) was like that, (own name), at the next right turn, turn right, we went into a Little Chef and we had a cooked breakfast for our meal the night before the wedding. 

Then we went back to my house and my other sister was there, and she’d brought all the stuff to make favours, so we sat round the table, dining table, four of us, with a bottle of champagne, and we made up the favours, then the next day I took Z down, because she was to go down and get her hair done locally near (service) and get her make-up done. And I was driving her down and she said to me, (own name), is Mum and Dad coming to the wedding? I didn’t know, but do you know, I felt they would, my dad was saying they wouldn’t, I felt they would. My mum said, I’ll come to the church, but I won’t come to the reception. So I said to Z, look, Z, I don’t know, was the answer, I don’t know. 

I said, but look, you and I are just going to make a wee agreement here, I said, that this is your special day, and we are both so looking forward to it, and no matter what, we are going to have the best day, so you have to sign up to this right now, that no matter what, you and I are just going to have the best day. So that was that, but they did turn up, and then we had these…do you know, there was so many of our relatives would like to have come, but I just thought, I had to…Mum and Dad weren’t comfortable, and they were coming up with all these excuses, so I thought, okay, there’s just one couple, my Uncle X and Aunt X that we’re so fond of, and they used to go down so much to see her at (service), I invited them. 

And of course they were there, and my dad said they weren’t going to the reception, and my Uncle X said, (dad name), do you know, you and I have been friends all our lives, and he said, you don’t go to your daughter’s reception, I am going to punch you right in the face. So my mum and dad went to the reception, and then what happened was, the cook at (service), she had a wedding cake, she made wedding cakes as a part time job. She made her the most incredible cake, it was stunning. So simple, but so, so high end, it was beautiful, and this is what (key-worker) organised. 

There was a gardener at Hansel that was a semi-professional photographer, so he did the photographs, but he was also a gardener for just…a couple of miles away from (service), there is this beautiful, beautiful estate, and it was owned by this x business tycoon, and this…the gardener at (service) also did his grounds. So he told them about the wedding and said, could we go to his grounds for the photographs, so we did, that’s how the photographs are so beautiful. And then on the day of the wedding, (partner) was…always liked to be really early for things, so he went down because he was Y’s best man, and he went down to the flat just to see Y was all [inaudible 43:31], ready, and (partner) had Y practising walking up the aisle with him and all that stuff. 

And there came a request on the radio, and it was a request and it said, I have this letter here from someone, and it’s about a young lady called Z who’s getting married today in x Church, and she said, do you know, Z I don’t know you, but you sound an amazing person. So if you hear this, would you mind phoning and having a wee chat on the radio. Z didn’t hear it, she was at the hairdresser, but of course Y heard it because (partner)…so Y phoned, so he was on the radio being interviewed, and then (partner), when he ordered the taxi for them, he phoned the taxi firm and he said, look, this is a wedding party, so I don’t want…I want a nice quality car. 

So he said this beautiful silver Audi turned up and they got in the car, and the taxi driver said to Y, so who’s the groom and who’s the best man? So Y was explaining, and the taxi driver went, oh, are you getting married to a wee redhead? And Y said yes, and he goes, I pick up her up when she does her shopping at Asda and she tells me what’s happening with the wedding, so it was just the happiest day, Paula, it was just incredible.

I:	It’s like a whole community coming round, yeah.

P:	Oh yeah, and do you know, I think we invited 60 for the meal, but the church was stowed, absolutely stowed, and it was just a lovely, lovely wedding ceremony. Z had picked Make Me a Channel of your Peace, which is just beautiful, and then Z and Y were stumped for a second hymn, and I said, why don’t you do…oh gosh. Oh, it was just a really happy song, it’s a song within a hymn, but the minister liked it, so that was fine, and she…the minister was amazing, she just put so much into it and made it so individual. What happened…well, I bet Y told you about the rings, that (partner) was…

I:	He did, yes.

P:	So that just made it even funnier, and it was just the happiest day, and I put in what I was typing for you that in the evening, yes, there was this lady, and she’d recently lost her husband, and she was invited as an evening guest, and she did, she wanted to go, but she didn’t want to go alone, so she invited a male friend. And he came up to me at the wedding and said, I believe you organised this. I said, well, I was one of the people that organised it, and he said, you know, when I was invited, I didn’t know what to expect, he said, but I’ve come here tonight and he said, I have to tell you, I have never in my life been in a room that has this much love in it. 

And he said, I am so happy I came. And x, the senior social worker was there, and I forgot to say, Paula, I don’t know if Y mentioned, but once we had the wedding organised, I was down at (service) for a meeting, and someone said, x the social worker’s on the phone for you, and I thought, oh, what’s going on now? And I went, and he said it was the end of their financial year, and they had…he said, I have three thousand pounds left in the kitty, he said, but it has to be spent by four o’clock this afternoon, and he said, if you think you can go and spend it by four o’clock, I will give you it to furnish Z and Y’s house.

I:	Okay, wow.

P:	And he said…and I’ve given the social worker the afternoon to do this with you, and at that time there was a shop called x in x, which was like Frasers, upmarket, he said, they’re very good at giving us receipts when we need them, so I’ve spoken to them and said you’d be in, and we arrived and there was a 50 per cent sale on, so we got a luxury bed, 50 per cent off, we got a beautiful three piece leather suite, 50 per cent, we got so much for the three thousand pounds. It was great, get them a new washing machine and everything, so it all just was as if it was meant to be. It was lovely, it was all…it all worked out really well.

I:	And how was their life together then before the dementia diagnosis as it happened?

P:	Well, I would say obviously…right, Z was very astute, she was…do you know, Down’s people, I don’t want to stereotype, but my understanding is that…Z was like, listen, I’ve been told other Down’s people…she’s very neat and very tidy and everything had to be spick and span, so she was a brilliant housekeeper, much better than me. And they both were very sociable people, and so they had clubs they went to, Z gave up her job at the (inn), she didn’t like travelling from (town) to (town) every day, and I think she had a bit…there was a new member of staff that came in. 

And I don’t know if Z was over-sensitive and just didn’t get his sense of humour or if he wasn’t very nice to her, but there was a personality clash there anyway, and she…it took the shine off the job for her, so I think she thought if she gave it up, she’d get another job, but it took a while, but she went to college. And Y, I think…Y loves gardening, so at times he had jobs gardening and they just…for the first few years they just had a very, very happy life. It was great, and they were members of clubs, and the way the relationship worked was Z could read and write, so she…and she understood money, and she would manage everything. 

Y was more worldly, so he would organise for them to go on trips on the Waverley or have days away, and they always went on their holiday to Butlins for a week, and that was all great. You know, when I was writing the stuff, I was just thinking that the other thing that helped when you’re talking about pros and cons was, for the first few years that Z and Y were married, for the first couple they had one support worker. And I think they had support…I was trying to think, at least four days a week for a few hours, but it was always one person, and so she knew them very well, and it was all very consistent. 

And then she left, she got a better paid job, and they got this other lady, and there again she was with them for a few years, so they always had that consistency, and so if there ever was an issue, they would phone me. And at that time there was never a major issue, you know. The second lady would say to me, sometimes they argue, but then people do, and that to me, that’s a normal marriage. Anyway, they were very happy, and then I don’t know if Y mentioned the neighbour to you.

I:	Yeah.

P:	Then what happened was, they had this neighbour downstairs, the block of flats…the flats in Mill Street, we spent quite a bit of money on…it wasn’t theirs, obviously, it was a rented flat, it was a social work rental, so they were never going to own it, but because we perceived they would live there for a long time, you know, we upgraded it, and it was money that Z had been left by a distant relative. And so that paid for us to put in a new bathroom, put a new kitchen in. It was really nice and it was really central, it was perfect in many ways, but the sound insulation was really bad. Now, everyone had to live with that, but it just so happened that the guy downstairs, x somebody, I can’t remember his name now, he was a psychiatric nurse, and I had…my sister in law went into x where he worked, so she did some investigation into him, so he was working with profoundly mentally ill people, so he had the power there, do you know, and they did what he told them to do. 

And he had this thing that…I don’t know if this is passive aggression or I don’t know what the name of it is, but he wanted to have power of Z and Y, but he dressed it up as concern. He was concerned that social work department didn’t have a big enough input, he was concerned that the support workers weren’t up to scratch. But it wasn’t that at all. It was that he wanted to control when they got up in the morning and when they went to bed at night, and the thing was that he could hear them. If he was in bed, he could hear them walking, but do you know, Z and Y had a neighbour upstairs that had the washing machine on at midnight. 

Do you know, if I was staying there, I would have thought it was their washing machine that was on, it was so loud, so he just wasn’t a very tolerant person, and he made a lot of complaints to them about not going to bed early enough, and that they should be in their bed at 10:30. Now, that’s because he wanted them to be in bed at 10:30, but the issue…but the thing was, it shouldn’t really have been an issue, because Z and Y were early to bed, early risers, but then he complained they got up too early in the morning. He didn’t want them to get up before 6:30 in the morning, because that’s when he got up. 

So he would make complaints and then when nothing was done, he started reporting them as antisocial tenants. It was terrible. Now, they weren’t the only ones that he picked on, he picked on the person below him as well, who was an elderly lady, but her son went up and put him in his place. (Partner) and I went to see him one day and he didn’t open his door, and then he reported them to the police one night, and the police turned up at their door after midnight, and they’d been in their bed, they’d been asleep, and so the police were faced with these two people with learning difficulties in their pyjamas, in their nightie, obviously had been woken up, that they’d had a report were being antisocial. 

And so they said to Z and Y, can you read and write, can you read and write, and Z said she could, and the police said, okay, what we want you to do is keep a diary and every time he makes a complaint, you write it in, the date and the time and what he’s complaining about, and after you have a number of entries, you bring that down to us and we will contact him. There was another day, Z was in the shower and Y was out, and she…they didn’t know that there was a leaking pipe under their bath, so it leaked down into his bathroom, so Elizabeth comes out the shower, luckily had her housecoat, dried herself, put her housecoat on, went out into her hall to go into the bedroom and dress, and there’s policemen, this neighbour, there’s policemen and there’s a plumber standing in her hall. And he had reported them, and he’d come up and chapped the door, but Z was in the shower and didn’t hear, so he went and got the police and a plumber, and they’d taken the front door off to get in.

I:	Really?

P:	It was really quite bad. So that went on for a while, but do you know, all of that I’ve said this in writing, when you’ve not had a problem with a neighbour, you don’t actually understand how bad it is, and we would listen, and you know, we would try and sort it, and I phoned him and I gave him my phone number, and I said, don’t bother them, phone me. But you know, I would say, you are acting as if they’re antisocial tenants, and he said, well, they are, but (partner) was in with Y one day, and (partner) said he brought up his plants because he was on holiday, and he wanted Y and Z to look after them. It was…there was a…he had an issue. 

So Y and Z wanted to move, and the thing is, Paula, a, none of us on the committee…so the committee was like the social worker sometimes…yes, the social worker sometimes, a senior member of staff at (service), the person that was responsible for the support workers, the support workers, me, Z and Y. So we’d have regular meetings and we discovered that they were going to landlords to try and get rehoused, so…oh, do you know, he wrote to his MSP, he wrote to the MP, he wrote to the council, he wrote to the social work department, but the social work department, the head of social work really put him in his place and told him it had to stop. 

But I don’t know if it ever did stop, or if the damage was done. Anyway, I think as I write this, I think…do you know, things come together at one time, and I think what happened was that I think there was a number of things. I think they had always had this consistency of support staff from (service), so I think that (partner) and I were very close to Z and Y, and even, you know, my mum and dad were as well, because my dad started seeing Z in a different light once she was married. And he liked Y, so (partner)…Y had good male people around him then, so they had good support staff and consistency of support staff who really knew them and cared for them. 

They had good male…not role models, but you know what I mean, round them. They had issues along the way of people that took advantage of them for money, so there was a lady across the road befriended them, and I used to say to Z, is she asking you for money, and she’d say no, (own name), she never does, and she’ll ask Y to buy her cigarettes, but she always gives him the money, so I thought, okay. But it transpired what she’d also done was that they had unsolicited…they hadn’t been solicited, but Freemans or someone sent Y a catalogue and they didn’t buy from it, but they told this lady about it, or she’d seen it lying in their house. And so she had ordered over 300 pounds of stuff from this catalogue, and she did that thing that she started to pay it, so she had paid them the total of 16 pound and then she never paid them again. 

So then they started getting letters threatening them and so they were going to be taken to court, but the social work department stepped in. They went to see this lady who said, very gallous, it’s not my problem, so the social work department went on to the catalogue company and said, this is your responsibility, because you should be more careful who you are sending catalogues to, and Z and Y didn’t request this. It was unsolicited, so actually the problem lies with you, so the debt was written off. 

They had someone one night they’d met in the pub, and because there was…just at X Street there was a little pub at the end of the street, and they didn’t…they hardly went in, but one night they’d gone in for a drink, and they were speaking to these guys, and then they clearly told them their background. And this man turned up at their door and he said he was just coming in to see them or whatever, and they said, well, you don’t need to come in and see us, and he said, Z, remember me, I was…I worked at (service) when you were there, do you not remember that? So they let him in, and of course he went to the toilet and they later discovered their cash box was missing. 

So they had been taken advantage of. They also…they were very friendly and they went to clubs, and so people would…they would invite people up, and then there was also a brother and sister started to come, and they were people that had been friendly with Y in (town), and at the start, I didn’t know the sister, I only knew about the guy who I met, Paula, and do you know, I never liked him. But I couldn’t ever tell you why, and I actually did say to (service), I don’t have a good feeling about him, but whether it was, you know, Y was…what happened was that when Y was single, he’d given this guy a key to the house, and the guy would just come down…he lived in (other area), and he would just come down and let himself into the house. 

And once Y was married, we said, this is not acceptable, and Z actually asked for the key back and got it back, but that didn’t stop him coming down, and he used to say to Y…no, Z would say something and he would say, I was in Z’s…he would say to Z, I was in Y’s life for a long time before you came along, and there was always this…it wasn’t a threat, but it was. It was like, Y should listen to me before he’ll listen to you, and I did have…I did say to him, Z is Y’s wife and she comes first and she always will come first. 

Anyway, I just think at this time, a lot of things happened together. There was the problem with the neighbour, I think there was a time when (service) just was struggling to get the quality of…or have the quality of support workers in depth that they’d had before, and I know that happens all the time in third sector companies, and it wasn’t necessarily that they were bad people. I think like for instance, they had this support worker, and she would phone me and she appeared very, very nice, but she was…she had the job while she was waiting to be a trainee teacher, she was going to teacher training college. And one day…and Z didn’t like her, and if Z didn’t like the support staff, they knew she didn’t like them, and she phoned me one day to say something about something, and whatever way the conversation went, and she actually…I said, would you like me to speak to Z about it. 

And her answer was, I’ve got two children under seven. If I can manage that, I can manage Z and Y, and I thought, oh, you’re not the right person for this job. That’s not the right attitude. And that’s what I mean, I think it wasn’t that they were necessarily bad people, they just didn’t have it the way that the previous people had it, and I think that probably…and then x came on board, and x was brilliant, but I think there was a decision made at (service) that when you only had one support worker for two years, that the people got too close, the residents got too close. 

And so it was better if they had a mix, had different people at the one time. I would question that based on what I saw, but, you know, x came on board and she was great, but then she wasn’t always the person that was there, and I just think there was gaps. There was…and I also think that they had…you will know this, Paula, just because someone has a learning disability doesn’t mean they’re not manipulative, and Z and Y were so kind, and I think there were a number of people they had around them that would manipulate the situation. 

And so that all combined with (partner) becoming very ill and dying, and my dad then becoming very ill and dying a couple of weeks later, and so everything seemed to fragment a wee bit, and there was just spaces for…and if I go by what I think what happened then, I think there were people in their lives that knew the buttons to press with Y, and he started getting angry, and that frightened Z. I think it was probably a lot about the neighbour, so I think we should probably have taken more cognisance of that, but we did it with the best of intentions. 

And I think there was this couple coming through from Lanarkshire, and the woman was an alcoholic and the man was manipulative, and so what happened was, we used to have these meetings once a month where we were trying to persuade…it was mainly Y, because Z could be reasoned with, but we were worried for Z’s safety, because there was people coming in the house that we weren’t happy with. We felt that…(New key-worker) had walked in one day and this alcoholic woman that was sitting there being rude to Z in her own home, and very unpleasant.

And Z said she would be happy if the sister would stop coming, but she could handle the brother, but when we dug down…it took months and months and months to dig down, dig down, dig down, what came out was that they didn’t want this brother to not come because they were scared of his temper. So then we had to try and find a way of stopping him coming, and if I’m totally honest, I phoned them and threatened them that I didn’t want them anywhere near Z and Y, and if…because I felt they were coming between Z and Y, which they wanted to do, and I just said, do you know, I just said, I can see how you would think of me as being a snob and everything like that. I said, well, for a start, I’m not, but for a second, I spent many years in (rough area), and I know some people that you really would not like to meet. 

And of course this is just all…but I just had to do it, because I needed them not to be near them, and it worked, because the brother at that point was on…Z had phoned me on the Friday night very upset and she said that they were making out that she was seeing another guy, and she wasn’t, they were only friends. And she felt that (brother) was going to come over and tell Y lies and I knew where it was going, I knew, and so…and I was actually going on holiday the next day, so I was phoning from the airport, but I just thought, I need…so she said that (brother) was on his way, so I phoned the sister and I just threatened her. 

And I said, I know people that you really, really don’t want to know, and if (brother) arrives there today and creates trouble, it won’t be anything like the trouble that I will bring down on you. And she said, I’ll phone and make sure he doesn’t say anything, so what actually happened was that (brother) arrived, the sister had phoned and left a message that (brother) was to phone her the minute he arrived, and all Z and Y knew was that he phoned her and then he put down the phone and said, I’m away home, and didn’t say anything more. So there was all these issues going on, and I think…I used to say, you know, to the people at (service), if you see, when they go away on holiday together, they’re great, so it’s the people they have around.

I:	And then they moved, yeah.

P:	That’s…so we decided then and there we had to do something, and I think by that time, Z’s mental health was showing issues, but they sent her to the x, to the psychologist there, who was great, x someone, and there was no issue with dementia then, and Z had said, you know, they’d had these issues, but she wanted to stay with Y. She didn’t want them to part, and X the psychologist said Z was totally capable of knowing her own mind, and that’s what she wanted, so it was a case of how else do we sort this, and we thought, we sort it by moving. 

And it’s just that thing, Paula, when you move the gateposts, something comes in, and X, who was the senior member of staff at (service), was speaking to the council, and she said, well, we’ve got these one bedroom flats, and we hadn’t…because they were in a two bedroom flat, that’s…we had thought it was silly downsizing. But when you’re in that situation, we were like that, let’s go and see the flat, and in many ways it was perfect, because it was in a high rise, but the high rise had a lot of people with different disabilities in it, mainly physical disabilities, but there was lifts. But because of that, there was a door entry system, and they had full time concierge people there, so that was brilliant, and what we also did then was because they were happy that they were being moved and the flat was being done up, and they had the money saved to buy furniture and everything was great, because it was a smaller flat, it gave us the opportunity to say, look, you just can’t have the same number of people around. 

So that gave us…then Y was open to vetting who came, and actually what turned up was that the guy that had caused the problems had started coming again, but luckily he came a day that a social worker was there, and she just told him, well, she made it…he was trying to throw his weight around, and she made it plain that it wasn’t his home to throw his weight around in. He stormed out and said he wasn’t coming back, and that suited everybody, but that…it helped, because we agreed…Y was entered into an agreement about who he would let into the flat and who he wouldn’t, and that was good, and of course the other good thing was that they had the community centre just metres away, literally yards away. 

And Z and Y loved bingo, and they had bingo on I think about three days a week, so they would go to the bingo, and they would have bands on, and it was just a really nice place for them to go, and it was just on their doorstep and they were very comfortable there. And they still went on their holidays, they still went to their clubs, they still did everything, they went to the (theatre in town close by) and the cinema, but that was right on their doorstep, so when Z did get iller, that was a Godsend.

I:	Yeah, can you say a little bit…kind of the time when people maybe first started to notice changes and there maybe was a suspicion of dementia.

P:	Yes, I was trying to remember the year. I think it…I think it must have been around…maybe about 2008, 2009. I’m not sure if…I think…I wonder if around 2007 was when she was first assessed, but there was not an issue then, maybe earlier. I think because I started to notice changes and it was things like Z and Y always came to me for Christmas dinner, and so we all weighed in and we all had our tasks to do, and Y would see to the setting the table and stuff like that, and Z and I would do the food, and she was always very…because she worked in the kitchen at (service) at one time, she’d been trained how to prepare food. 

She was always very comfortable with that. She used to show me how to make mayonnaise and stuff like that, and she was very comfortable with it all, and then she started saying things like, she was…I’d say, are you going to peel the onions, darling, and she’d say, [inaudible 1:17:07].

I:	Oh no, I think it…no connection. I think you have frozen for me, hopefully we’ll just get back. Oh no. Okay, perfect…

P:	Can you hear?

I:	Yeah. 

P:	I noticed it just small things like that, things that she’d just always just been very good at, she was less sure of herself, and when…when I went to their house, she would offer you a cup of tea, but then Y would be up and…he was full of energy, and he would be up and had it done before she even got a chance to do anything, and I couldn’t work out what was going on there, if he…didn’t know if it was an issue with Z or it was just that in a way she didn’t try and do things because Y always, you know, had stepped in. 

And it was something I had discussed with people at (service), and we said to Y, do you know, Y, will you try and sit back a bit and let Z do things, because we felt we needed a gauge of what was going. I never thought of dementia, Paula, because I didn’t know at the time about the predisposition, so it was just more that Z I felt in the house, her life was happening around her rather than her being in it, sort of thing, that was what I noticed the most.

I:	Did Y notice changes, did he kind of say, oh, you know, this is…or do you feel he just kind of compensated more naturally?

P:	Yeah, I think he compensated, uh-huh.

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

P:	Well, X, do you know, X, the support worker, she had seen…she had other clients that had seen with Down’s that had developed dementia, so she noticed a lot of things, and so she said, I think we should have Z tested. And obviously she’d already been tested, but there was nothing there. She had been put on a small dose of antidepressants by a limited period by her GP, and that seemed to help, but then they said they would get her tested again, and so that was arranged through (service) with (hospital), and it was X, the psychologist again. 

And I went down and just waited, and then what (psychologist) said was, I think (key-worker) was there as well, and Karen said she definitely didn’t have dementia, but there was a distinct deterioration from the previous time that she’d seen her. And they scheduled a date for her to come back the following year and be tested again, and when she was tested again the following year, which I think was possibly 2010, she wasn’t suffering from dementia, but they were able to say when she would start suffering from Alzheimer’s. 

And you see, I get mixed up between 2010 and 11, I don’t have the exact dates for it, I don’t know if you’ve got information, but because I know…I remembered a certain percentage of people with learning…Down’s will be…will have dementia by the time they’re 50. And in my mind, Z was diagnosed when she was 50, and she was 50 in 2010, but she was diagnosed in the January, and she would still be 50 in January 2011, because her birthday was February. And everything else in my memory about my lifestyle at the time would tie in more with 2011, so I think it was January 2011 that she was diagnosed.

I:	And did she get like a specific diagnosis of the type of dementia?

P:	She got…in January 2011, she got diagnosis of Alzheimer’s. We went and we had been told that’s what would happen in 2010, we were told that’s what would happen, and we were given a specific date, and on that specific date, we went. I think Z maybe had been interviewed before, but they clarified…confirmed that day, and on that date we went and we met the psychiatrist and we met the psychologist, and it was (key—worker), the support worker and myself that were with her.

I:	And how were Z and Y involved in those conversations? What was their understanding of what was happening?

P:	Yeah, I don’t think Y was there, which would be unusual at that meeting, so I think he must have had something on, maybe college. We didn’t…we had the conversation and Z didn’t really take any of it in. I just know that at one point I couldn’t stop…I started to cry, and she got up and she put her arms round me and said, don’t cry, (own name), because if you cry, I’ll cry, but she didn’t know why, and that became a wee bit of a mantra for us, because as the Alzheimer’s developed, you know, sometimes she would cry for no reason. And we just used to always say, if you cry, I’ll cry, and she always stopped. 

So that…so Z knew there was something wrong with her, because she would phone me and she would say, (own name), I feel so confused, and it upset her obviously, and she didn’t really understand what was happening to her, but I don’t know that we ever gave her a label. We more just worked with the symptoms. I’m not huge on giving people labels.

I:	Yeah. And Y’s kind of understanding, were there conversations with him to help him understand?

P:	There were conversations with him. I don’t…I think…right, what happened was, this is…do you know, see when Z and Y went through that very bad patch and (key-worker) used to say at the meetings, I think it would really help if Y had a male support worker, because I think part of his resistance to us…our suggestions is that we’re all female, all of us. And at the time, Y didn’t actually get a male support worker, and it could be there wasn’t anyone suitable or anyone available, but I think (key-worker) was very insightful, I think that was right. 

And once Z had dementia, they got Y a male support worker, because they thought he would find it easier to discuss his feeling and things with the male support worker. And I couldn’t swear to this, Paula, but I think perhaps the male support worker sat down with Y and told him about it, but do you know, no matter how much he learned, and he obviously did know, because (service) invited Y and I along to do the training session with their staff, (service manager) did the training. So Y was there to do the training and I was there, so he obviously did know, but do you know what one thing is, he never, ever understood that Z was going to die, ever. I obviously latterly, very latterly in the very, very final stages of her life, he understood she would pass, but right up until then, he was always waiting for her to get better. 

I:	And how did their life as a couple change as Z’s dementia progressed?

P:	Well, do you know, I was thinking about this when I was writing it all last night, I thought…I started writing, not a lot changed and not a lot changed, but obviously Z, for a long time, I was discussing this with (new partner) last night, you could still hold a conversation with Z for years, and, right, how the dynamic changed with Z and Y immediately was that she got very angry with Y, and of course he must have known, because he was trying to be kind and supportive, and she was just horrible to him. 

And then they had this mutual friend, X, and X was very fond of Z, and he would be up at the house quite often, and (service) encouraged that. They thought X was quite a good foil for Y. But the problem then was that Z would want to sit beside X and not Y, and I don’t know…I mean, she wasn’t daft, so I don’t know if it was intentional, if she was playing a game, but certainly that’s how it affected them the most, and that really upset Y, he was very hurt by it. So there was that, and I guess the other thing was that…what I realised when I was thinking not so much changed, everything changed, because Z at one time ran the house.

I:	Yeah, yeah, I did wonder.

P:	But then as I said, everything…she started just being, if you like, and everything worked round about her. She no longer controlled it, so I don’t know how much more she could have done, for how long, maybe if Y hadn’t been more dominant, but…had been less dominant, but none of that was done out of badness, that was just Y being Y, and as you say, maybe he was protecting her as well.

I:	And I think you mentioned…some of the things you mentioned was that…did she have seizures kind of sometimes because of the dementia and he kind of talked about sometimes kind of looking after her, that she was comfortable after seizure and things like that.

P:	Yeah. She had two types of seizure, but not at the same time, so I’m glad you mentioned that, because I’d written it and forgotten. Very quickly after Z was diagnosed, she would have occasional seizures, but they weren’t like epileptic seizures, they were more like her arms…she would sit and her hands and her arms would shake. She’d stop, she’d have a wee laugh, she would laugh at it, and so we started going to see the neuroscience department at X, but I said to the doctors then, I don’t think this is brain-related, because (former partner) had had…(Former partner) didn’t have epilepsy, but he was diagnosed as having epilepsy, so it was a seizure that killed him. So I was used to seeing tonic clonic seizures, and it was nothing like that, so at that time, so I actually said to the neuroscience department, I think this could possibly be related to Z’s heart, because she was born with a heart condition, and we’ve never heard a thing about it since, but equally, it’s never been checked to see that there isn’t something. 

And what it was, was that she’d developed an arhythmic heartbeat, and that would bring on these little seizures, and what happened was, so straight away, Paula, after she was diagnosed, we started attending clinics, but the problem was that once they decided it wasn’t her brain, and possibly I was right and it was her heart, in (local area), oh my God, the number of people with heart conditions is absolutely incredible. So we went to see the cardiac consultant and they eventually did the tickertape thing where they put the tape on you for 24 hours. 

Of course that came back normal because it was an arhythmic heartbeat, and…but she was having more and more of these seizures, and I actually phoned the consultant and I said, look, I’m really, really concerned, and I’m really, really concerned that because Z has Down’s and Alzheimer’s that maybe she’s not being given any priority. And he was lovely, and he said, (own name), it is absolutely nothing to do with that, he said, we simply do not have enough equipment for the number of people. Z is not being disadvantaged. And I said to him, look, if she’s not going to get taken quickly, I am happy to speak to my mum and see if my mum would pay for her to become a private patient, and God love him, he said to me, Z doesn’t…your mum does not need to pay. 

Z will get attended to on the NHS, and if it gets to a point, (own name), where she needs to come in, she will come in, and what happened, Paula, was that Z used to work on a Thursday in the tearoom at (town) Hospital, and one Thursday she was working there and she fainted next to someone from the cardiology department. And so they just got a trolley and she was wheeled in, they diagnosed an arhythmic heartbeat, and within ten days she was in hospital to get her pacemaker fitted. 

I:	Good, yeah.

P:	And actually…and there…so there again, if you’re looking at differences in Z, because I went in with her, because my mum had been in hospital and there was someone in the ward with dementia, and it used to drive the other patients nuts, but I used to feel sorry for the patient with dementia, and I thought, do you know, you really need someone there to look out for you. So I went in with her and stayed with her and they gave us a room, I slept on the floor, and…what was she like then? 

Do you know, Z and I could always have a chat and a laugh, because we could always find some things to…but Z always used to be incredibly courageous, and she’d become very scared of everything. So at one point if you’d said to her, you’re going in to get a wee pacemaker in, she’d have been going in laughing, do you know, and she’d have had a laugh with the surgeon, and she’d have been on first name terms with the surgeon and you know, that’s the way she was. But she was frightened of everything, but then if you’re confused, you would be.

I:	Yeah, of course, yeah.

P:	And also…sorry, she also…she was aware she was forgetting things, because sometimes I’d say to her, do you know what, Z, I phoned you to tell you something and I’ve just forgotten what it is, and she’d go, ah, oh, thank God, (own name), I have that too, so…and then what didn’t help in the hospital, and I think these things are so important to know, if you’re in a couple and you’ve got dementia. Maybe I was stupid, but the surgeon came in to speak to her, and he said to me, how much…because legally he has to tell her about the surgery, and he said to me, what is your sister capable of understanding? 

Now, I wish, Paula, I’d said nothing, don’t tell her anything, we’ll just take her down and that’s it, but I didn’t. I said to him, what my sister is capable of understanding, which would show in retrospect she still was very much together, what my sister is capable of understanding and what she needs to know are two completely different things. And I’m saying it like that and I’m looking at him in the eye like, do you understand what I’m saying to you, and he’s looking at me going, yes, I do. He then sat down beside Z on the bed and went into everything in so much detail, Paula. I don’t think I would have gone ahead with the operation if I was her, do you know? 

And I was just sitting thinking, oh my God, so what happened was that she refused to go for the procedure, so I said to her, darling, you have to go for this, you need this, we need to have it. And eventually she said, well, will you come in with me, and I said, let me go and see about that. So I went along the corridor, and the ward sister, who was the saviour of the whole experience and surgeon were talking, and I said to them, look, I’m not being rude, but too much information, Z will now only go for this procedure because you’ve frightened her, if I can go into the theatre with her. 

And the surgeon said, well, no, you can’t, legally you can’t, and this sister said, well, what are you going to do about it? She needs the procedure. So I, myself and the social worker turned up as we were on the way to theatre, and I said, you’re coming too, because I need someone to pick me up when I faint, so we ended up in the theatre, and it was one of these lighter moments, because the surgeon then picks up this…Z was taking time to be convinced that she should go on the bed and everything like that. 

We did that, so the surgeon brought out this huge needle and went, okay, let’s get this show on the road, and I thought, she’s about…she’ll have a fit, literally. So all I could think of is, I need to protect her from seeing his needle, and she and I had been talking about The Sound of Music before we went down, and so I started singing The Hills are Alive with the Sound of Music to her, and she was lying there looking at me thinking, are you mad? And all the theatre staff joined in and sang it with us, it was mad. It was one of those lighter moments that you have in Alzheimer’s. Anyway, that’s how they managed to get her sedated. 

She had to go through it twice because there was a problem the first time, and they didn’t have an anaesthetist to put her under, to do it, so we had to go back in the next week and do it again. And that was fine, and the only other thing I would say, Paula, is I was so glad I was there, because things like when the second time they did it under general anaesthetic, and when she came round and got her back up to the ward, she said she needed the toilet, and so I spoke to the nursing assistant and she got a bedpan, but Z wasn’t comfortable on the bedpan, so she couldn’t pass anything. 

But the thing is, after you get a pacemaker fitted, you may know this, but you’re meant to stay still for a certain period of time, you’re not meant to go to the toilet because…in case it comes out of place. So that’s why you stay in hospital for a couple of days after to get the bed rest and you’re not moving about. So I went along the corridor and I said to the nursing assistant, Z can’t go on the bedpan, what can we do about this? And the nursing assistant said to me, what you’ll find is, she doesn’t really need the toilet. A lot of people think they need the toilet after anaesthetic, they don’t need the toilet, and I said to her, trust me, my young sister knows when she needs the toilet. 

And there again I was just so fortunate, because the ward sister was standing there, and the ward sister said, if she needs the toilet, she needs the toilet. If she can’t go in a bedpan, she can’t go in a bedpan, we’ll just need to sort this, so what the nursing sister said to me is, (own name), if we come along and we help Z out the bed on one side, will you hold her arm in this certain position that will reduce the chance of the pacemaker, and then can you go into the toilet and hold her hand in that position the whole time she’s out of the bed. 

And I said yes, and that’s how we resolved it, and it just shows you, you see, how quick people are to dismiss. Most people can be…you need someone with a bit of intuition and lack of prejudice there sometimes when someone with a learning difficulty is in hospital.

I:	Yeah, that’s a good example, yeah. And how was it then kind of towards the end when Y mentioned that kind of it came to a point where Z then kind of needed to move out and move back into (service), into kind of a…

P:	Yeah, yeah. What I forgot to say then is obviously the pacemaker got rid of the heart seizures, but Y’s right, she then…she did…I don’t know if she had them at home, she started having more like epileptic seizures. I don’t know if they strictly are when it’s part of Alzheimer’s, but yeah, she…what actually happened was, towards the end of 2013, she was going downhill fast, and you know we were in America, and after she came back from America, she was great for a few weeks. There was days you wouldn’t even have thought she had Alzheimer’s, it was amazing, and then it just went, and so what…because we had always said that we would keep her in the community as long as possible, and because her psychiatrist had said to me, and I knew this, he said, (own name), when the time comes, there is only one place that you want Z to be, and that is the x unit. You do not want Z going into a care home. 

And we knew that (service) was very oversubscribed, and by the time, as we got to the end of 2013, she was second in the queue, so two people had to go effectively from (service). And so what we decided was, there again there was things about the flat that weren’t working for her like she was scared of the lifts. I’m not sure if she was scared of the mirrors in the lifts, I don’t know. She was scared in case she had to take the stairs, and so we decided we needed somewhere in the flat, and partly because we didn’t think there was a chance of her getting into (service), so we were keeping her out of a home for as long as possible, X came up with the little development Ian’s in now, which was for dementia sufferers. 

And it was very sought after, but we knew, well, I didn’t know, I felt with X on our side, because she was such a senior social worker, we had a big chance of getting it. And the idea was that once Z passed, it gave Y somewhere that he could grow old in without having to worry about moving again, because ultimately he was going through a traumatic experience, so what actually happened was that coming up to Christmas 2013, she just wasn’t herself, but you think it is the Alzheimer’s, and then she came…Z and Y came up to me for Christmas 2013. 

And you know, we were all geared to her staying in the community, we were going to know on the 6th January if she got the tenancy. (Service) had managed to get Z a mobility allowance, so they actually had a sort of [inaudible 1:46:44] van that they could put her wheelchair in so she could get about, and she still could get out and about. They were fantastic, everything was in place. She came to me for Christmas, it wasn’t good, but you think it’s the Alzheimer’s, but it turned out she had pneumonia, and when…we took her home on Boxing Day. 

And (key worker) phoned me the next day and said, (own name), I have come up to see Z on duty, and she said, she’s still in bed, and she has dirtied the bed, and that was the first time…Z was…that was one of the things about Alzheimer’s, she was paranoid about being incontinent, absolutely paranoid, and so we all knew that that had been…she wasn’t aware of it. So they got a doctor up and she had pneumonia, so she went into hospital, and they never, ever really got on top of it, Paula. I think she came out with it, she was in hospital for six weeks and she was very, very poorly for a long time. 

So during that period, she…the amount of speech she had had been deteriorating, but you could still talk to her before she went in. Really by the time she came out of being very poorly, she couldn’t really speak much anymore, and also the occupational therapists or the physios were sent to her, but they weren’t trained to deal with someone with Down’s and Alzheimer’s, so they would come up and say, we’re here to give you your physio, and she would go, no. And they would just go, okay then, and that was it, so really she had lost her motor functions by the time she got out of the hospital, and then she went to (service)…so, then there’s what was going to happen to her, and do you know, I feel so sorry for this young guy, but what had happened was the person that was ahead of her in the queue just went completely downhill, like literally overnight, and so there wasn’t a bed available for him at (service). 

So he was put in a care home, but then someone at (service) passed away when Z was in hospital, so we then had to say, do we put her into (service) or do we take her home, because Y…Z got the tenancy of the house. But what then happened, Paula, was that because she was so poorly, we were going to need more than one hoist, and they won’t put more than one hoist, I think…or the staff wouldn’t be able to cope with that, and Z and Y certainly wouldn’t be able to cope with it. So that really made the decision for us, but having said that, she was so poorly, it made sense that she went to (service), because I think we all felt she’d passed the tipping point. 

And it was just as well, actually, because when she came out of hospital, she had whatever that infection you pick up in hospital where you have diarrhoea. She had that for weeks, and then…and she just wasn’t well, she wasn’t well, and then I got a phone call on the Sunday from x, from a sister at x, so say Z was on her way in in an ambulance, and it was pneumonia. So she had never not had pneumonia, she had it when she was discharged from (town). They didn’t have her on the right antibiotics, and she was very, very poorly, and at that point, my mum was in (other town) and not expected to survive the weekend, so my sister went to see Mum in x, and (new partner) and I went to see Z at X, to see Z and Y. 

And they asked…I knew when they asked me if there was a DNR, and there wasn’t, because I didn’t have a DNR on her, I just thought, she’ll go when she goes, and I was her guard…by then I was her official guardian, I think, or I was in the process of becoming her official guardian, and I wasn’t going to let anyone else make the decision for me. And they thought she would die that night, and she didn’t, and X and I went in to see her the next morning, because they left…they said because she was expected to die, they left visiting open, so…and because Mum was dying, she didn’t die either, but because she was going to die that weekend, everyone was giving us dispensation. 

So X and I went down in the morning to see her at X, and she was non-responsive, but the nurses were just…they were great and they were just like, she’s not out of the woods, but her stats are going in the right direction, and they’re still out, but they’re going in the right direction. And then what happened – I swear this is psychological – then what happened is, X, who was the manager at Hansel, said to me, I need to allow all the staff to come up to say goodbye, so what I’m going to do is ask who wants to come up, and then I’ll rota them all so they can get in. Then Y phoned his sister in law X, and I don’t know if Y really got it. I don’t know, but anyway, he got X over, so this…round Z’s bed was like a party, constantly. 

There could be up to ten people at one time round her bed, like Z was having a party, and I swear that is what brought her back, because she came out of the…she started being responsive after two or three days, three days maybe. And then…but she couldn’t really talk anymore, but there was three other ladies in the ward, and two of them could get out of bed, and so at night she would cry sometimes, and they would get up and sit with her and hold her hand through the night, because they loved her. And they were all like, oh, we just want to take Z home with us, and it was amazing, because she couldn’t talk anymore, she couldn’t really comm…she did with her eyes, that’s how…and her face, but she still had it. 

Still had it. And so she was in X for a week, and that would be March 2014, and then she went home to (service), and then she had a number of seizures, and this was something else I wanted to say, when she had the first epileptic style seizure, oh, I don’t think she was in (service). I was trying to work out when this was, she definitely wasn’t in (service). I think it was maybe 2012, it would be 2013. Anyway, because (key-worker) was on duty, and (key-worker) phoned me to say that Z was in (town hospital), and she was with her, but she was going off duty, and God love her, because it took me ages to get down, and she waited, and I said, well, I don’t want Z being on her own, so I’ll come down. 

So I went down and I was so glad I did, because she was put in a mixed ward, and for someone with Alzheimer’s, anyone with Alzheimer’s, I think that’s so inconsiderate. Maybe there was no alternative, I have to understand that, but by that point, Z had this huge fear of going into the gents instead of the ladies, and she’d also developed a fear of locking the bathroom door in case she got stuck, so she was on this ward, and if she’d been on her own, she could have been in a position that she’d gone into the gents by mistake and was on the toilet and someone walked in. 

Or it just was not appropriate in any way, shape or form, and I don’t know, at X…no, when we were in for pacemaker, that was (town hospital), they were so attentive. Maybe the staff didn’t come near because maybe they were very busy, it was a full ward and I was there, but really, there was no attention to her, and she just slept it off, and that’s what Y would mean. Because subsequently she had a number of very serious seizures and sometimes she was unconscious for a long time.

I:	Yeah, he did mention, yeah.

P:	And there was one day, I was in Cyprus and we kept getting a phone call one night, and (new partner) was just like, I don’t this number, and it was (service), and it was to say Z had had a massive seizure and she was unconscious. And they’d phoned an ambulance, but when the ambulance came, (service) had decided she was better staying with them whatever happened, but because they’d phoned an ambulance, she had to go to hospital, and I couldn’t believe they were this honest, when I phoned the hospital from Cyprus, they said to me there was a problem with her heart in the ambulance. 

And the ambulance, the paramedic overestimated her weight and they gave her too much of a drug and it killed her. So she died in the ambulance, and do you know what, God love them, because they must have felt so guilty, I have to tell you, my partner died because of massive medical negligence, so I was so touched by this. Because it was heart that killed her, they were able to bring her back, they could reverse it, because it was a drug that killed her, they could reverse it, and despite the fact that she was so ill with Alzheimer’s, these doctors reversed it and brought her back to life. 

But what they did say is, Z is so ill, we are not going to treat her, and they said, we will look after her every need, she will be on a drip and everything like that, but it’s up to her what happens. So what happened, Paula, was that that was about the Wednesday night, and my sister lives in X and works in X, and she went through on the Sunday. And (service) had people there all the time, and sorry, I should have said, when she was in (town hospital) with pneumonia for six weeks, (service) had people there nearly all the time, because they understood that Z needed a certain type of care, and she wouldn’t have got it. 

Because the NHS don’t have time or the training to do that. Anyway, she was unconscious for four days, and (sister) was there on the Sunday afternoon and sat with her for a number of hours, nothing, so (sister) was driving back to Fife and she got halfway back, she got to X, and she thought, I can’t do this. I can’t leave Z like that. So she turned round at X and she drove back to (town), and she walked into the hospital, she went up and Z was in her room, and she walked into the room, and as she walked into the room, Z opened her eyes, gave a wee wave and then went back to sleep.

I:	Okay, and did she die at the hospital or did she return to (service)?

P:	No, she came out.

I:	Okay, yeah.

P:	They reckon there was about nine times they thought she couldn’t live and she always did.

I:	Okay, and when did she die? What year was that or what…

P:	She died on the 12th January 2017.

I:	2017, okay, and she was in (service) for most of that time, kind of end years.

P:	Mm-hmm.

I:	And how much was Y involved in kind of visiting her or being at the hospital with her?

P:	This was the thing about (service) as opposed to a nursing home, (service) allowed Y to go in and just sit all the time, and for as long as he wanted to be there, he could be there, and he…(service) encouraged Y to keep up all his clubs and everything like that, but most days he was there during the day unless he was at college, and they gave him his meals and everything like that. And the night that Z died, we were all on our way, rushing and no-one made it. 

And I didn’t know what to do, because I was in X, (sister) had come through from x, but there was a reason Y had to stay local, there was a reason Y couldn’t come home with me. I can’t remember what it was, and I said to the manager that was on at (service), what are we going to do about Y? And they just said, Y will just stay with us tonight. So they looked after him.

I:	Yeah, he did mention to me that then he was able to see her in the funeral kind of parlour or home after.

P:	Uh-huh. X (funeral director)…I can’t remember his surname, Y knows him, X was brilliant. He was just…he came to Y’s, and we went down and we just sat with him and he was there for ages, just talking through everything, and I don’t know, Y and Z knew everybody. Y didn’t know Z, because Y invited him to come to the funeral, so after he’d done the funeral bit, he came to the [inaudible 2:03:07] bit and he said to me, I hope you don’t mind me being here. Y said I was to come. 

And I said, look Z would have been the first person to ask you, and he said, do you know, I got that feeling, so…it was a huge funeral, Paula. I said to (new partner), Y kept saying to us, oh, so and so’s coming, so and so’s coming, there’s people from Morrisons coming, there’s people from here coming, there’s people from…and I said to him, do you know, darling, sometimes people will say they’ll come with the best of intentions and they just don’t make it along. 

And I said to (new partner), do you know, the saddest thing for me would be because she was so loved when she was in Ayr Central getting the pacemaker, because people knew her through Morrisons, and then they would be saying to the staff, why is Z not in today, and they’d say, oh, she’s in (town hospital) getting her heart seen to. And all these people that worked in the hospital or were visiting the hospital, visiting someone else in the hospital all came in to see Z, it was like non-stop people in and out all day, and she was just like a people magnet. So in the hospital when she had to go for the x-ray to check that the pacemaker was okay, the girl in the radiology department said to her, oh, this is where you are? 

My gran was wondering, she’s been missing you, I’ll be able to tell her you’re okay. And I said to (new partner), the saddest thing for me will be, because she was so popular, but she’s been in (service) for three years. If people don’t feel comfortable coming to the funeral or just don’t think…some people think, I haven’t seen her for years, why would I go to the funeral, and I arrived there and there was about 12 people, and I was like, okay, 12 people, and then (new partner) hadn’t come in the family car, because he was running some of Z and Y’s friends over, and I said to (new partner), (new partner), there’s nobody here. 

And he went, (own name), see how the building goes like that and you can’t see round the corner? He said, they are queued all the way round the whole other side of the cemetery waiting to get in, and it was like there was hundreds of people there, it was incredible.

I:	Wow. So it really sounds like the whole story, what a kind of celebration of people feeling connections and getting involved and kind of a whole community that is building around them.

P:	Uh-huh. That was, you know…because we had, you know, (sister)…I don’t know…(sister) and Y and I were shaking people’s hands and do you know, Paula, the neighbour that had been horrible to them in X Street was there.

I:	Really?

P:	The man that had been horrible. He was like, I’m…I was Z’s neighbour in X Street. I was like, oh, what’s your name and he said, I was like, I can’t believe it, but I thought, I need to be polite, rise above it, but oh, do you know, there was neighbours from when they’d been in the high flats, and this man said to me, I loved your young sister, he said, she really made a contribution, and I thought that was a lovely thing to say. And there was all these people from Morrisons. This might be of interest to you, I meant to say this to you. When Z started at Morrisons, she worked 16 hours a week. Paula, am I going on far too much?

I:	No, no, that’s fine. No, I think we have maybe like another ten minutes.

P:	Okay, all I was going to say is that when she worked in Morrisons, she started, she was doing 16 hours a week and she did different jobs and everything, and then as she got iller and wasn’t able to do that, they just reduced the number of hours until it got down to one hour a week.

I:	Great.

P:	And because with the Alzheimer’s, she could get a wee bit paranoid and be rude, there was some customers complained about her, and Morrisons’ answer to that was, we’re really sorry if she’s upset you – she worked on the tills, she filled the bags – we don’t want to lose your custom, so please come back and don’t go to Z’s till, but as long…this is like therapy for Z, and as long as she wants to come in and she’s capable of coming in, she will come in. 

And if you…uh-huh, they eventually said, if you can’t handle that, don’t come…you know, we’re sorry to lose you, but don’t come back. And so…and what Morrisons did for her funeral was, they said to all the staff, whoever wants to go can go, as long as you tell us now and we will get cover, and so they allowed all the members of staff that wanted to go. And the members of staff said to me, do you know, it isn’t just us that love Z, the senior management want you to know how much they valued her, how much they cared about her, and they just couldn’t leave their jobs to come today or they would have. 

I:	Yeah. Oh, it’s so nice, everyone kind of coming and being part. And maybe as a last question, how do you feel Y has been kind of since Z died and…

P:	Do you know, Y’s very spiritual, so he believes she’s there, and after she died, he saw her on the bed and they had a wee chat, about two nights after it, so he believes Z is still there, and I think he gets a lot of comfort from that.

I:	Yeah, he was…when I came, he was wearing a shirt with a picture of both of them.

P:	I think he misses her terribly, because I think it’s sometimes that…I think when he was in (service), he got an understanding of what a part she played in his life, that maybe you don’t appreciate when it’s there, and I think he’s lonely. I think one good thing is at one time he was on very few hours of support from the social work department, and that was not good. It was very in sync…they had people there a lot immediately after Z died, but it's that thing, people think six months is enough, and it’s not. I think he has people in from (service) every day but one, which I think is probably a godsend, because they’re looking after him, and he still goes to his clubs. 

He was going to…before COVID, he was going to a sort of keep fit type group, and that seemed to do him a lot of good, but that’s stopped. I don’t know if he’s going back. He’s got this wee friend, and I just can’t take to her. Z couldn’t take to her, so that about says it all, but (new partner) said to me last night, could you imagine how much worse…we don’t like her, but can you imagine how much worse his life would be if she wasn’t there, because I think Y is the sort of person that needs to have someone with him. He doesn’t like to be alone. 

I:	Yeah, yeah, and he has like photo albums which he kind of looks at to remember and pictures.

P:	And he plays all their music, and they were both mad Elvis fans.

I:	Yeah, he did say, yeah.

P:	So, you know, they have that connection, and he still goes to…they used to go to the Elvis dance at Prestwick Airport every year, because that’s the only place in the UK Elvis touched down, and they used to win the Dirty Dancing prize, and he still goes to that. He lives a lot with his memories, but to be fair to him, and this is something actually I’m having to get used to myself, for many years, he’s lived with a lot of memories, because he’s not had his family around him for a long time.

I:	Yeah, yeah. Thank you so much, this is so great, it’s such an inspirational story in so many ways kind of there. Their love and, you know, because I think that’s also something that…
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