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Interview 11, “Max”

Date: 24.5.2019, Duration: 52min, Setting: participant’s home

| = Interviewer, P = participant
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l: Got it now. Here we go. Okay so the first question | have for you is just to talk more

generally about the caring situations so how did caring come about for you?

In terms of ourselves or in terms of (for you) for me personally? OK. Well this is a
situation developed with my mother about five or six maybe six years ago when she was
taken into hospital with a perforated bowel, nearly killed her, | mean, she made a
recovery and when she came home, and it became apparent that she had dementia or
and can actually get worse. And | suppose looking back you can see the signs
beforehand, but it didn't kind of crystallized in our minds until after this operation and so
on. And so, it kinda gradually became worse and worse and then her health otherwise
isn't, isn't great. She takes flips and things like that. So but it got to the point that in
terms of our care once you once you get home from, from hospital after she was really
poorly she, she had lost the ability to look after herself altogether. So that was one thing
she couldn't kind of mobility wise. She had mobility problems prior to that. That's
another issue. But. But well that was not, when it came to the point that she could move
from hospital she had no ability to look after herself in any way shape or form and then
as | say, the dementia was kicking in as well. So. Basically we as a family, I'm one of six
children, and so what we decided to do was to try and take the burden off my father.
Because my father is of a generation and from a particular area on the island where it's
kind of a stiff upper lip, and | don't have a problem with that. But, but his mindset is, it
was his part and himself. So he would fight to take everything on himself to the point
that, and this is very early afterwards she came back from her operation. And for
instance she wasn't sleeping through the night she was having these waking, waking
nightmares type of thing. So he was still, he’s recently retired a few years ago, but at the
time anyway. He wasn't sleeping and he wasn't telling us because he couldn't sleep. He
was there, he was with my mom all the time and then he would go to work and after a
couple of days you could tell that he was exhausted and wouldn't tell us. So eventually
we realized and we asked him and so from that point on we tried to take the part and
also we just forced his hand basically. And so the likes of going up throughout the day to
check on her, giving her enough water because, because of her condition she wasn't she
couldn't, it came to the point where she couldn't feed herself she couldn't drink water.
Initially she could but she wasn't (uhm). So even the likes of taking in a sufficient amount
of water, giving her her meals we took that off him and we were doing that so we set up
a rota. Obviously three meals a day over seven days. And so we took that off and then
we are back and forth all the time giving her her water throughout the day, checking on
her and so on. So that particularly me and my, my other brother (uhm) because we're
not married. The other ones have kids and so pretty much and so the burden was mostly
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on the two of us. Because the others had responsibilities that we didn't have. So anyway.
That's it kind of started because of this illness and then because of the onset of dementia
which seemed to coincide with her coming out of this operation gradually got worse.
And also in the back of our minds our desire to take the burden off my father because as
| said if left to himself he would do it all himself and he would just, he’d end up in it
himself. So that was kind of how things started.

So between you and your siblings was there anyone who took the lead on that or was it
you deciding unanimously. How was that?

Uhm, well initially probably me and my brother [brother2]. So it kind of as | say we
developed a rota eventually but first of all we were doing just kind of main meals and
then my brother [2] said that dad was doing breakfast every morning it's a rubbish way
to wake up and have this every day. And so we eventually developed the whole rota for
three meals a day and as | say it was really mostly my, me and my brother[2]. [sister3] is
over in [place] as well so when she's home she does a lot as well. But my older sisters in
America | mean [older sisterl] and my younger sister [sister2] and my older brother
[brotherl] are here but they're married with kids. So time is more of an issue there. So
it's kind of fell mostly to me and [brother2] to do that. There's also other issues like you
know medication and things like that as well, going round when the doctor is going to be
there or going round from various people are going to be there. So again we try to do as
much as possible to take it off my father. So that's kind of just how things developed as
we went (uhm). Yeah.

So what kind of care do you personally provide? What tasks?

| just say that the main thing is going up pop up throughout the day. Well originally it
started popping up throughout the day from work just to check on her. To give her her
meals to give her water. But also the idea was also, well we couldn't do that during the
day but after work we would spend time with her, sit with her, give her interaction
because it must be just horrible because not being able to do things for yourself and
having, if everyone is out and having no interaction so the idea would be to spend time
with her and try to encourage her to as | say | said dementia get worse and particularly
laterally, our communication has pretty much ceased to the point that you really get
either a nod or you get sometimes one word answers. So. But in the back our mind was
to just to give her company to give her interaction because we know that spending time
when we spend so much time with her, we know that even though she's not
communicating as much she's showing us enough so that we know that she is
understanding what we're saying. You know because she's nodding at certain times or
she's you know, so because her communication’s mostly gone. If you were to pop in and
speak to her you'd think well she's not focusing she's not listening she's not hearing. But
we know that she is. So that's the type of care really, we want to spend time with her.
We want to give her nourishment and so on but it's not just a case of, of coming in and
giving her her meals (yeah). We want to, want to do more than that (yeah, of course). |
mean she looked after us all these years. So it's only right that we do the same (uhm)
you know. So. That's, that's basically what we’re trying to do.
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Is it possible for you to put a number on it how many hours a week you spend on caring?

[pause] Uhm, throughout the day, like if that's what really, let me think, so | do, in terms
of meal slots, | have, | think six meal slots so sometimes you can be there, so the
difficulty is sometimes she takes her food reasonably well, other times you can be there
an hour at a time. So, a week, maybe eight to 10 hours, | don't know it's hard to say. It
varies (uhm, uhm)quite a lot. Really just a lot of it as | say are mealtimes and so on. But
as | say we'll try to split it amongst ourselves as well.

So how does that work? Do you have, you said you have developed a rota. Is that fixed?
Do you negotiate for every week? How does that-?

The rota is for meals only. So that's fixed. So we have like slots for morning after, for
breakfast lunch and tea. So sometimes you have to, if one of us is away we'll cover the
other person and so on. But other than that it's generally fixed to that’s for the meals.
But aside from that it's a case of popping up throughout the course of the week. Some
way to spend time with her whenever we can depending on what we're up to and what
our schedules like and so on. So. So this is the meals rota is fixed but other times it's just
as you see fit and as you can.

And do you coordinate that as well, so do you say for example ‘Oh for you today | want
to go up and spend some time with Mom’. Do you let the others know?

No we don't coordinate it because there's not much point coordinating in a sense
because everyone's schedules are so different so it's fine to coordinate the meals rota.
But yeah | mean we just, we just go up as we can through the course of the week
anyway. So that's not to coordinate other than that.

OK. OK. So can you tell me a bit more about your work situation? Can you describe what
work is about for you?

What my work is about (yeah)? OK, so I'm a civil servant, | work for the Scottish
Government and in economic development. So we give out grants basically and in short
we give out grants across Scotland for a variety of areas.

How many hours a week do you work? (35) OK. And can you tell me what a typical day at
work looks like for you?

OK. Well I'm trying to say it without boring you to tears (both laugh) but it's basically
office based most of the time and so we deal with projects. People apply to us for
funding in certain areas and so we have to assess applications and then we approve
some of them. Kind of large scale grants and then once they're approved the projects
will come to us for funds throughout the course of the year. And we’re assessing how
the projects are going. We're assessing the finances, we’re almost of an audit element as
well to what we're doing. So a lot of it is kind of office based but we also travel to see
some of the projects as well to see how the funds are being used and to see who's
benefiting from the funds. So it's kind of a rough overview of the type of thing. We meet
with them we speak to them on the phone. We do a video conference and all that kind
of stuff.
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So do you have a fixed start and end time for your day? Or is that up to you when you
start?

Well that's one of the benefits of the job, it's flexible. So | tend to go in early in the
morning before 8:00 and then I'll take a half hour lunch and | can leave early. So it's just
it's flexible so if | need to go up to the house and | don't have a meeting or something or
some sort of deadline or whatever | can go up whenever | want. My boss is aware of the
situation with my mother. My boss is, my boss is based in [place] actually there's only
four of us and we have a division of about 70 people but four of us are based here, the
rest of us are based in [place] and [place] but my boss is very aware of the situation.
That's just fine with me popping up as and when, like for instance the other thing is that
we have a family WhatsApp group. And we also have a WhatsApp group for us six
children. The idea is to discuss things apart from my dad to avoid stress stressing him out
and so on (uhm). So we're always back and forth on that throughout the course of the
day. When my mum was taking fits and seizures you know if someone was, and she
would always strangely take her seizure at the same time in the morning every single
time it would be around 8, half 8. So I'm not because of that one of us would generally
be there, giving her breakfast maybe around that time or spending time with her after
breakfast. And so I've been at work and I've got a message ‘Mum's taken a fit’ and | went
straight up there. You know so it's very flexible like that (uhm).

So the message would come from your father? (more likely one of my siblings) OK. Do
you have to tell anyone at work that you’re going up or is it really up to you?

No | just, | just, | mean as | say the way my work is the burden is on me to do my work.
Nobody else is going to do my work. So as long as the work get’s done. And as | say it is
it's it is flexible and you can clock in and clock out when you want. So that's one of the
benefits of, | mean, | would, | can get, | live ten minutes walk to work. So I've got the car |
can be from my work in a couple of minutes to my parents’ house. So it's really close by.
So again it's one of the benefits of living here. Yeah yeah.

Yeah. So do you have the ability to work from home as well in your job?

I've never worked from home actually. | could if | wanted to work from home | know
some people that. And, some people in our [place] office for instance they work from
home. And again I've never had the need to work from home because | live so close by. If
| was maybe living elsewhere I'm in this situation | would work from home if need be but
it makes no sense to me whether to work from home | work from here because I'm so
close anyway.

Yeah. Yeah. So would you say, is there any instance when caring interferes with your
work?

Definitely, definitely. Because as | say | mean for me. My, my mother, caring for my
mother comes first. Because for obvious reasons as | said she, she cared for us all these
years and it's only right that we do the same. So if I'm in the middle of something | could
be in the middle of something at work. Something that requires a lot of thought and
attention and some, | may be halfway through and you're right in the middle of
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something if something comes up from home I'll have to leave. And | don't know that's,
that's just the situation and I'll do that. The only way | wouldn't, | wouldn't do that is if |
was sort of in a video conference and | didn't have my phone with me for instance and |
was in the middle of a discussion with someone. That's the only time | wouldn't do that.
But if I'm in the middle of something on my desk | would definitely just leave and go. So
it does. It does happen. | mean, as | say in particular when she's had her seizures and so
on and she probably had, over the course of the last, since she started taking her
seizures perhaps three or four years. She’s had about, maybe, eight seizures or
something so and I've been there myself a couple of times giving her her breakfast and
she's taken the seizures. It’s a horrible sight. You know, but thankfully they've changed
her medication a bit and she hasn't had one since probably the beginning of, maybe
since last year actually, a while anyway. So but as | say I'll drop everything and go.

So before she got the medication, before it got stabilized, the seizures, did that impact
you at work? So were you maybe worried when you were at work that that might
happen and you might have to be called away?

Yes you are. But the thing is she, she had been so unwell because before she took this |
just had five or six years ago she had a perforated bowel, gradually her health had been
deteriorating she had a muscular problem and like so getting round the house her knees
would give way under her and things like that so I've been used to her you know, her
being unwell but it also gradually got worse and worse as | said to the point that she
nearly died five six years back. But then post that you've got the dementia coming in. So
it's not as if, it's in your head if it's in your mind that she's poorly anyway so it's not as if
so many of these things happen that it's just come out of the blue. So it's, it's, you're
kind of almost used to the situation that she's poorly. You know. So of course when
something happens or when she takes a fit you know that gives you a jolt and you just
want to get up to the house. If you're not there make sure she's okay and you're worried
that | mean on one occasion | was worried that, would she make it through because to
me she wasn't breathing and | had to put her into the recovery position. Anyway that
just came on you like that. She was absolutely fine. | was giving her her porridge in the
morning and it just came on so. But in terms of the work situation yes you, you're always
worried about her. But it's maybe different to someone who has had somebody whose
health is in reasonably good order when something all of a sudden comes upon it. So |
think there's a bit of a difference there. But | mean you do of course you are, yeah, but
it's almost like a constant worry more so than anything. (Mm hmm). So yeah if that make
sense.

Absolutely. Yeah. So you talked about putting her in the recovery position. Did you get
any special kind of training on how to be better able to care for your mother?

Not, not in terms of our situation with our mother. Like | have I've had first aid training
before through some volunteering work I've done so, it, only through that what | find
that my mind went almost blank straight away like there was a bit of a what on earth is
going on here. | mean you kinda catch yourself. And then you try to start thinking what
am | supposed to do in this situation because | think it's maybe different if you were to
see somebody in the street taking a turn. It might be a bit easier to think logically and to
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have reasoned thoughts in your mind but when it's your mom. It's just it's a bit of a
shock. So my dad was there as well at the time | called him through and he was even
worse than me. You just stood there and | started to scream at him to phone the, phone
the ambulance you know on a number of times eventually he did but as | say that's not
an easy situation to deal with. But anyway you've got to get on with it.

Yeah. So how do you generally feel about your situation of being a working carer?

It's just the reality of the situation. You can't do anything about it. So | mean | know
there's people who have said this to people before. If people in my situation and my, you
know, my friends and so on. As far as | can see they don't have real burdens in their life
and they probably don't realize how easy they've got it you know because like my life
basically revolves around my parents’ home. And I've got other things that I've got, other
interests in life that sometimes have to take a backseat but | don't, you know, | don't
begrudge in any way shape or form. It's just the reality of it. You have to do it. And |
know there's other people which | have never understood. There's people who are, at
the first opportunity that their parents, either of their parents take unwell they want to
put them in a home, you know. I'll avoid that if it's within my power to do anything
about it. I'll do it every single time. Just because it's my duty you know. So that's how |
look at it. You know as | say | have, you do have to kind of sacrifice some of your time but
it's not a sacrifice in a sense or because it's as | say it's your duty. So | know that my mom
and my dad as well have sacrificed so much for me. So what, why would | not do the
same. You know it would be selfish of me. Absolutely. So selfish of me. | wouldn't want
to countenance that.

So your siblings all of you working together to care for your mother, is there anyone else
that helps you with caring?

So they have a care package through the council, so the way that works is, so she has
carers coming in first thing in the morning and then four times a day basically. So first
thing in the morning, mid-morning, about lunch. Hold on. First thing in the morning,
about lunchtime, mid-afternoon. | mean at night. So what the Carers do, and this is a real
help for us, a massive help, so they kinda get her washed and changed in the morning. |
mean throughout the day, they attend to her throughout the day, and then put her to
bed at night so she stays in her bed in the morning till about lunchtime and she gets up
she goes to the sitting room for a bit of normality rather than just staying put in the one
position and then eventually come up at eight o'clock at half eight at night, sometimes
nine to go back to bed and that's her there for the night. So that's a massive help for us.
Initially we didn't have any of that help. Initially. So. For a small, small period of time
after she got home from hospital after her perforated bowel, and we were having to do
a lot ourselves and | was just exhausted. And so as | said my dad tried to do it himself, to
take care of the situation himself. Initially for the first few days and then eventually me
and my brother started sleeping over with her. Well we'll be upstairs and we’d hear her
throughout the night. And so I'd go down and it was so exhausting. But thankfully the
kind of waking nightmares that she was having, they didn't last and one of the best
things about it is just she sleeps really well throughout the night but unfortunately also
sleeps through the day quite often as well.
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Yeah so does your workplace offer any support with caring other than you having that
flexibility which appears to come out of just the job that you have, is there any support
you get?

No, no I'm not aware that there's, | mean maybe that, maybe there is that I'm not aware
of really.

OK. How about maybe charity organizations, is there someone that provides any support
either for your mother caring or for you as carers?

Not for us as carers. Although recently and there's uhm, Crossroads in [place] like | think
there’s Crossroads nationwide. So it's, | think it is but | might be wrong but certainly |
don't know if you're familiar with them. They're, so, caring for the carers. So it's the idea
it's obviously that someone comes round, spends some time with mum or does some
maybe housework or whatever | think it might be. We've tried that previously and for
various reasons that didn't work. My older brother since organised for someone to come
around again. So that's probably going back five years or four years since we tried it. Um
at the time | think because mum was more with it at the time but she and she maybe
didn't quite understand why these people were coming around. ‘What's wrong with me.
There's nothing wrong with me, | don’t need someone to come around’, and it's the
same applied to the carers. Quite a year. You know again it would be hard understanding
was she was sharp but in a sense but also not what it once was. She didn't she didn't
realize that she was unwell and she needed help and that they were also helping us so,
but as far as ourselves we're not massively aware of any help that there is but as | say
Crossroads is something that hopefully that might be a help.

Have you yourself received a carer's assessment for your own needs (For my needs? No.
No). So other than technology which we will come to in just a moment how do you and
your siblings coordinate yourselves when looking after your mum?

Yes so as | say we have a WhatsApp group particularly just for us siblings. So a lot of that
everything goes through that. It's just it's just the best medium for us to communicate
about it. Every little detail about it, when someone needs to go and pick up some
medication or someone's put in a prescription and they can’t pick it up someone else will
pick it up. Someone has to do this, that and the other whatever it might be just it's just
easier like that and as | say set up particularly with my dad in mind. So he's not on that
group. So there's all the things like for instance all of this as | said to take the burden off
my dad and it allows him to go on holidays and things like that. So when he's not there
me, |, my other brother [2] who will stay over with my mom. So we want to make it very
clear to my dad so that he's retired a couple of years retired now. And he should be free
to be able to do a few things that he wasn't able to do previously when he was working
all these years so. So it's not just with my mom in mind, it’s with my dad in mind as well.
So that's all part of this WhatsApp group that we have and we're try and take the burden
off him when he's been abroad three times in the last year. So this just allows him to do
that. And we want to try to we had to force his hand you know. But he gets a benefit out
of it. So that's the whole point.

When you say forced his hand, there hasn't been any conflict about you taking over?
7
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No, no, no. No conflict. Just starts that. | suppose he can be a bit stubborn. Like we all
can. So we just have to say ‘no look I'm doing it" and he knows that we're trying to help
and he doesn't, he just, in his mind, he feels that he’s the father. Even though he's
retired and we’re all you know grown up or whatever he’s still used to being the head of
the house and that's the way our family was. Mum looked after us at home and my dad
worked and he was still the head of the home type thing. So you still got that mindset so
he doesn't realize you know, he’s retired, he’s older, so but forcing his hand. It's never
really there's never been conflict. Yeah it's just we just do it because he’d do everything
himself.

Yeah yeah. So. So talking about the technology. So WhatsApp. You said basically
everything runs on WhatsApp (yeah, yeah). Is there anything you would like there to be
improved? Any, any maybe extra features (on WhatsApp?) that you would wish
WhatsApp to have?

Well, really it is pretty flexible. You know you can put in videos we can, we can put in lots
of photos as well as text. I'm not sure in my mind | haven't really thought through it but
there's nothing that comes to mind, uhm, that would make it any, any better really. |
guess it's pretty good for what we need.

Yeah. Can you remember, you said you had to, you have it in place for a couple of years
now (Yes), whose idea was that originally or was it all of you coming up with that
together?

OK. Well that was, our group was originally supposed to keep that, we set it up on
Christmas to, to discuss presents for my parents, | mean it morphed into this basically
you know caring for my mother and also getting things done so my dad doesn't have to
do it. So that's how it started. (OK) So as | say we've got this family WhatsApp group for
all of us including you know husbands and wives of the various, various siblings and so
on and it's just my dad's on that so we didn’t want him to be on this group to be honest.
(Yeah. Yeah.) Because that would stress him out so we want to try and minimize the
stress so he doesn't know a lot of what's going on in the background. We tell him things
so he's up to speed on everything. But as to the intricacies of things and things that we
think that need sorted he doesn't need to worry about these things so he's got he's got
the full picture of her health and so on that's fine. But just again just to take the worry
off and take the burden off him.

Yeah. Is there any other technology that you, you personally or you as siblings caring for
your mother, that you use for caring?

Yeah | mean I'm sure my sister mentioned this, the best, the best thing technologically
speaking aside from WhatsApp is the cameras we've set up, the cameras. So what I've
said because as | said the likes of me and my brother [2] in particular because | had a
flexible job, he was working at the fire service and he had a flexible job. So me and him
were constantly back and forth all the time throughout the day checking on her,
especially if dad was out, checking on her because maybe she's taken a turn not knowing
if she's in the house on her own and then you know giving her water and things like that
particularly but particularly checking on her. So anyway someone suggested we get
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these cameras. So a friend of mine who's you know into IT and that he came round and
he set them up. We had one set up first and then we had the second one set up so we
got one set up in her bedroom which points at her bed and the other one set up in the
sitting in the living room pointing at the couch. So at any point in the day through an app
on our phone we can check in on her and make sure she's OK. It's got audio, we can
hear. You can zoom in. If she's asleep we can zoom in and just you can see that she's
breathing OK. Gives you peace of mind. So it takes the stress levels down a wee bit
because as | say you get peace of mind you don't need to leave your work and go up as
much. So when we got these cameras it was massively helpful. And you can even check
in on her abroad you know like when I'm on holiday | tried to, we tried to switch off
when we go away because other people at home should be taking the burden because
we need our time as well to kind of rest and so on. But you might want to check in on
her just to see if she’s ok. So it's amazing App. And it's been massively, massively helpful.
Like for instance checking in on her throughout the day, if dad’s out and maybe she's on
the couch and she's kind of slumped over a wee bit, to the point that she’s
uncomfortable, you go up and sort it. But, that you know without the camera you
wouldn’t know that she was like that. But as | say it just makes it a lot easier without
having to pop up to the house every two seconds just know if she's okay. You could see
that's the type of thing, that people in our situation should be advised on because, like
we, no one advised us on that you know from a health perspective or whatever and it
was someone who was just we've been to IT and so on ‘you should get some of these
cameras.’

So was it your friend that (yeah, yeah, yeah) suggested that?

| think it was, I’'m not a hundred percent but certainly with my friend came up and
installed them for us. We were having some problem installing them and eventually it
was really complicated. I, I'm, I'm fairly good with IT but anyway | got my friend to do it
eventually but it was really complicated. So whatever other people are going to be
advised on these things you know, maybe something a little bit less complicated or,
anyway.

Are there any downsides to this camera that you mentioned other than installation
being rather complicated?

The only problem is | found, some of us found as well, and we'll maybe see a message
going up onto the WhatsApp group ‘Can you, is your log in working’ because you can log
in sometimes and other times it doesn't let you in. | think it may be my mind, | haven’t
said this to the others, but in my mind | think only one person can be logged in at a time.
So | assume when we're not being able to log in maybe someone else is on. It's all done
through one log in, my log in. (OK). But other people have access to it. So | assume
maybe that's part of the problem maybe if you could have, you know multiple log ins. |
don't know.

So you all have the app on your phone (yeah) and when you want to check in you access
the app and you have to put in your log in details (yeah).
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Well, you don't have to put in the log-, you know, the way it’s set up is if you have a log
you can safe and it will remember the password and username so you just go straight on
and it will show you. You got one camera here for the, for the bedroom, and the other
camera for below for the lounge and you just choose which camera up and then it will go
and log in. So generally it's excellent. So yeah.

So I'm interested before you actually got that in place. Were there any discussions in
your family with your siblings on whether to get it at all or were there any reservations
from anyone?

I'm trying to remember if there were any reservations perhaps reservations about the
security aspect of it. Now you hear these stories about people who have cameras or web
cameras and people accessing it so that | think that probably if | remember correctly
came up. Yeah. Aside from that | don't think there were any reservations because as |
say it's very helpful for us and it's very helpful for mom as well. And it also means that |
have so many knock on effects because it means that dad can go out again. Trying to,
trying to do everything himself. He was sitting at home and just hardly could be going
out and just wanting to be there all the time. Now he can drop us a message on
WhatsApp and say ‘Right I'm going out for the day. I've got something over on the west
side or whatever it is. Keep an eye on mom and the camera’. So it has so many benefits
to Mom. You know she's OK so that Dad can go out, and for us, so we're going to go back
and forth. We can check in on her and make sure she's OK. So it's like that's a really
massive benefit for us. You know (that sounds really great) it's excellent.

Yeah. Is there any other technology that you're currently using or that you might have
considered in the past and are no longer using or decided against?

In terms of our care particularly or just in the whole situation?

Yeah basically the whole situation so either caring but also you combining work and care.
Is there anything that you have been using or have considered and decided against?

| don't think anything maybe that's specific to what we're talking about here. The only
other technology we have used was Skype which was for my mother's benefit when,
when she was a bit more with it because my sister is in America. So. We were using
Skype to allow her to communicate with my sister. Skype did a smart TV and then what
they did was they removed the Skype facility from all smart devices. So what we did then
was we go an X-Box and connect it because you get it on an X-Box. And so we connected
that up. So that was the only other technology we used because we thought it would be
good for her.

That was for your mom to be able to communicate with your sister in America?
Yeah, and my dad as well, so. That maybe slightly off what we're talking about here.

OK. That's really great. So is there any do you feel any restrictions using that kind of
technology at work other than the one you already mentioned when you are in a
teleconference and you can't take your phone into that? Have there been any maybe
issues with work colleagues or-?
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No. | mean | share an office with one other person that I've worked with there who |
know really well and she's very relaxed and stuff and she knows the situation with mum.
So it's not like I'm in an open plan office. | can close, | can just close the door if need be
for privacy that's fine. So my work situation lends itself very well to the situation with my
mom. So | haven't had any problems really. If | need to go out | just go out.

Can you say maybe how often a day you would check on the camera or on the phone
whether there was a WhatsApp message?

Oh, all the time for WhatsApp. | can just glance at my phone. You know what it's like
nowadays everyone's on their phone constantly anyway and I'm I'm like that as well. So
if there’s a message coming through I'll see it pretty quick. Throughout the course of the
day maybe, the idea is that all of us are checking in on. You know all of us siblings so I'll
check in at work maybe three or four times just gradually throughout the day if | can.
You know in the knowledge that other people will be doing the same. And like for
instance [sister3] in [place], she's not here obviously but if she was to see some problem
on the camera she would put a message on WhatsApp and someone would check in and
go in and see if dad’s outside go in and see and sort her out or whatever it is. So, so
that's the idea. It gives you peace of mind that not only can you check in but other
people if you've got a busy day sometimes | can't make things, the days are flat out and |
struggle to check in once or twice. But if |, if | got more time and the thing is it's, it's a
very quick process. So if you, if you're, if you've not got a really busy day where you need
to just, need to leave your phone or whatever, you can just have a quick glance and it's a
couple of seconds you know. And that's really helpful. So. Sometimes I'll be at work and |
think you know my thought will come to me | wonder if mum’s ok and I'll quickly check
in. So that's kind of why it tends to work. | don't it’s just as and when throughout the
day.

Mm hmm yeah. So a bit of an abstract question, so if you had a magic wand and there
were no restrictions whatsoever what would you like technology to do for you?

Pff, that’s a good question. [long pause] If there were no restrictions [long pause]. Well
one thing that’s just come to mind is if you had communication between the carers who
come in to get my mum up in the morning and change her and so on and who come in at
lunchtime on ourselves if there was some means I'd be able to have a line of
communication because | could come, see I'm gonna give her her lunch or something. |
could leave work, log out and go up and put on her, put on our food. And then ready to
give her her food and the carers will come in and there's no communication. We've no
idea when they're gonna be there roughly. No, we know roughly they're coming
between this and this hour. But if you've taken your lunch off and then you have to wait
for it for ages. And that’s fine but you just have to take more time off sometimes,
sometimes maybe 15 20 minutes just because you're waiting for them to do their job
sometimes half an hour depending on how she is and what's going on. So that's just the
reality of it. But it might be helpful if we knew that. When they might come up or, so you
could plan accordingly. That's gonna be really difficult to do because their days are all
depends on who they see and they've probably no real way of knowing unless | suppose
you could say if they had a list of houses that they were going to visit and when they've
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left the house previous to that if there was some way of communicating that through an
app or something. | don't know that that's very far fetched but that's the kind of
someone some of that kind of stress that we have if we take our time off and then you
want to give her her lunch and then you end up waiting for ages and then you have stuff
to go back at work and stuff that's placing whatever no one even on the weekend maybe
you're doing the same and you've got stuff you've got to do or even, even if you're going
to meet up with someone who you're going to do something because you need your
downtime. Yeah. And then you know so that that will be helpful in some way but it
would never happen though because it's probably there are maybe restrictions on these
type of things. But just knowing when they were likely to be there and we could plan
accordingly.

Do you know in advance which person is going to come to tend to your mum? Is that
something that you know or is it always a surprise every time, who's going to come?

You have roughly a similar pool of carers who come. But it varies within that pool. So |
think they deal with various you know geographical areas that are in their groups and so
you might see the same group they work in pairs usually so they might come along
maybe three or four times the same day the same people or they did come a number of
mornings or whatever. But we got to know most of them fairly well and so on but there
was someone excellent but yeah so it just depends really and sometimes we'll get relief
ones coming in as well that we probably don’t know that well but it was it was great for
Mom anyway. Initially when she was when she was more aware that she she became
friends with some of them. You know they got on really well with her and things like
that. So but we don't tend to know who is going to come, exactly who is going to come.
You have a rough idea who may be there are but we don't know exactly who's going to
come or exactly when they're going to come. So yes it's a. Somewhere developing
something of an app, or something that could be helpful (to coordinate) yeah, the
coordination between the family and the carer.

Yes that's definitely something we can look into. OK. Can you think of anything else to
make it easier for you to reconcile caring with work?

In my situation, in terms of my working situation (yes, in your personal situation)? | don't
think so as | say my work is very flexible so | don't have to like | think in my situation it's a
lot better than other people's. Because it's so flexible because | live so nearby | can react
in the most part pretty quick and | haven't really seen any major problems in dealing
with it. In terms of my work situation other people, their work’s not so flexible, we have
really, really flexible work so not everybody has that. So | can imagine if someone like for
instance my brother my older brother [1] is a lawyer so he can't just up and run. He's got
clients coming in all the time type of thing whereas my most of my dealings are I'm
working in systems and so on unless | have, fair enough people are phoning and services
and things like that which allows me to be flexible but his work doesn't allow that. So
again my my younger brother’s the same. Anyway, he’ll probably tell you that himself so
yeah.

12
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Great. Okay. Yeah. So so basically wrapping up what would you say are the most positive
and the most difficult aspects of being a working carer?

Well the positive aspects I've touched upon is doing your duty knowing that my mom is
safe and you've done your utmost to care for her. | mean obviously the thing that we
could forget about is my father and all this which is something we'll try not to do. We try
to take it as | said the burden off and we're trying to get him to learn to enjoy retirement
and so on so that's the positives the negatives really for myself. Well the negative.
Obviously the reality of the situation is negative and she's really, really poorly. You have
to see your mother in a really poor state when she's someone who was always doing
everything for everyone in the family and you know she was a housewife and she was
kind of cooking and cleaning and doing everything for us and loved all that stuff really.
For myself personally like | get very kind of. Not not in my thinking but | got to the point
where | was very worn down a couple of times last year that happened to me and
happened to me again. You know recently | do go to the doctor about it because like I'm
very active | played football and | run long distances and so on. But | was getting to the
point where | had just fatigue and exhaustion. And so | went to the doctor and they did
blood tests on me and things like that. And | was having palpitations in my heart. So they
gave me a heart monitor for a week and everything came back fine. And so the doctor in
both situations, so the doctor thinks that was some sort of stress related physical
manifestation of stress. Generally in my thinking. | don't | don't feel stressed in my
thinking on the most part I. When I'm what | feel is fatigue. It's not a tiredness, a
tiredness as if you haven't slept. But that's not what I'm talking about. It's just your arms
and your legs feel weak sometimes that manifests itself sometimes when I'm feeding my
mom. And | go through periods like that and so like for instance when I've been able to
run properly that's when this happened on me. And what I've been doing long distance is
half marathon, marathon distances and on occasion recently | went out for four miles
and | couldn't even do four miles at an easy pace because | was feeling so fatigued. So
when | get to that point you just have to stop it. The problem with that is in terms of a
negative like there's no break from it. There's no break. Because as | said it's me and my
brother, who, my younger brother [2] who the burden is with. And. Again it's just a
reality. But the only way | can get a break is so | take a holiday. But then you're coming
back to it again. So that's kind of constantly on you. But that’s just the way of it. What
can you do.

So what would you wish for yourself personally for your own future? Say the next year
the next five years (in terms of?) just anything, what would you like for yourself?

[pause] Oh I'm not so concerned about myself really. As | say, uhm my, my work
situation is fine. Uh. | have. Every job has it's negative and positive but I'm truly
fortunate with the work | have. And I'm as | say it, if if | was, if | wasn't impacted in the
various ways in my life that would be good. But that's, what can you do. That's just. You
have to just get over that. That's probably the one thing | would say that's. A bit of a
negative that | am impacted in certain things in my life as | say my, my whole life's really
taken up with my parents’ lives because that's just me and my brother tend to be up
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there more than others. So it's just have freedom. No, more freedom maybe we'll be the
thing you know. But uh yeah that would probably sum it up.

So my final question would be if you met someone else who is in a similar situation,
combining work and caring for someone with dementia, what sort of advice would you
give that person?

We didn't get a massive amount of advice from anybody, at all. When this came to light
that she was diagnosed. They said it was early onset Alzheimer's. So no one really gave
us any advice. We got handed a few booklets here and there but particularly laterally
which so we've kind of had to pick things up as well. We've just dealt with it and so
we've gone as we've gone along the process so no one really gave us much advice. So if
someone was in the same situation as me | would tell them to, | would I'd be willing to
speak to them from my own experience if they were, if that would be of interest to hear
that | would tell them to speak to people who have gone through, people, people you
know particularly who've gone through it because it's one thing hearing it from someone
who has gone through it (Yes) and they've got their own experience or maybe expertise
but it's probably better if it's somebody you know as well who's gone through it. To
explain that. In what we did and how we dealt with things in X Y Z situation. Particularly
from a practical point of view that should be good because if someone had helped us
along the way with very practical advice because as | say the likes of the camera, if
someone had told us that from the outset that would have been a massive help and a
massive burden lifted straight away. So that's where technology definitely would be
massive. I'm sure there's so many other areas that haven't even crossed my mind as far
as technology goes that could be of benefit to someone in these situations but | would
try to share my experience with them. I'd try, I'd try to tell them to read up as much as
you can about it. Each situation would be different. No doubt. Like for instance at first
my mom was getting aggressive when the carers would come in and you're trying to
reason with her that they're there to help. And she's saying ‘there's nothing wrong with
me’. Various situations like that along the way that are really difficult to deal with for my
mom and for making my dad and others and so on. So just you've gone through things so
you'd be able to give your perspective on these things how you tried to deal with it and
how x y or z helped you deal with it. So it's very much practical advice and so on. That's
just that would be the best thing for me if someone would have given me practical
advice. I'm not, so I'm not so personally me I'm not so for myself other people are
different I'm not so concerned about emotional advice and all that I'd rather just get on
with it myself and maybe other people won't like that but that's the way | would like to
deal with it. I'm not one to sit down and start going through you know emotions and
things like that but | would very much be interested in the practical side of the caring
element you know one area where you can help in that sort of sense.

So has the internet ever played a part in looking for this kind of practical information the
kind of technology and-?

Not technology. No | don't remember any of us, and that's probably something we
should have done really, looked online. It never crossed our minds to look online for
technology that might help. Whether. Whether there is much or not | don't know.
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Bu also in regards to this practical advice that you were talking about?

Oh, | see, people's experience and that. No, we didn’t. | have to say we didn't do that.
And again that's something we've learned along the way we've learned a lot on the way.
You know we probably would have done things differently along the way but we really
weren't given. | don't think we were given enough support at all. We really weren't.
We're great support for the carers. You know that's massive but in terms of our
understanding of how to deal with it how to deal with the situation from a practical
perspective and otherwise, we really weren't given any support.

Where would you have expected that kind of support to come from, the health care
professionals, doctors maybe?

Yeah | would assume some sort, someone from the NHS that we would have been given
some sort of help more. | mean the point of this probably | think there was an
Alzheimer's nurse at one point. | don't think if she ever came up but there's been
mention of various potential situations but we really weren’t to kind of sat down and
someone saying look you know we know there's gonna be a burden on your family and
your mother particularly this is you could x y or z you can look at in order to help a
situation. | don't think we really were. (Mm hmm mm hmm). So maybe the others might
disagree. | don't know.

No no. Yeah. Great. OK. That was basically the last question that | had. So | just have very
few very brief questions just for the context of the interview. So how old are you?

Thirty seven.

Do you currently have a spouse or partner?
No.

So how old is your mom?

My mom is 67.

And you said that she does have a diagnosis of early onset Alzheimer's? Do you know
when the diagnosis was say uh?

Probably, roughly 2014. (OK) | was there when the doctor diagnosed her. (OK) roughly
around then.

And the final question would be the highest level of education that you-
Degree, | have a degree.
OK great. Thank you. OK. That concludes the interview.

END

Postnote after member checking via email, Sept. 2019: “Finally, | would make reference to information
on alternative treatments for Alzheimer’s, in terms of the technology desired paragraph and peer to peer
support. We recently started using coconut oil and coconut milk, after reading about it online. We have
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actually noticed, particularly over this last week, that Mum has been more focused and has started
talking a bit more and even laughed this morning, when | gave her breakfast to her. Obviously we don’t
know for sure if it is the coconut oil, but it would be good to know of real life practical examples of carers
who have seen improvements in the condition of loved ones suffering from dementia. I’'m sure an app
could be developed to encompass a lot of practical information and videos etc, with those willing to
share their experiences. My sister who is married in [country] was a Scientist, before she had a family.
She came across this through research online, although a lot of it ties into her academic background. She
has done a lot of research into alternative/ natural treatments for Alzheimer’s. She feels that a lot of the
alternative/natural treatments are largely ignored, as there’s no money to be made out of this approach.
She also says that in general, with chronic health conditions, that pharmaceuticals are pushed on people.
She’s not saying that pharmaceuticals should be eradicated, just that it's worth looking outside the box
and giving the body what it needs to function optimally and heal itself. We had nothing to lose, so we
took her advice on board and tried the coconut oil and coconut milk.”
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