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Interview 6, “Flora”

Date: 28.3.2019; Duration: 115min; Setting: participant’s home

| = Interviewer, P = Participant, O = Participant’s daughter (present by wish of participant)

So to start can you maybe tell me a bit about your caring situation, how did that come about,
how did you become a carer?

Erm, well it's been what, two, three years now? And my mum’s always had medical problems
like osteoporosis and, erm, blood pressure problems and things like that, erm, and then two
years ago, my dad was diagnosed with dementia (mhm), erm, vascular dementia he has, and
since then, my mum’s physical health has deteriorated as well so I've been looking after both
of them (mhm), and initially it was just to make sure that they were okay and things but as
times gone on, now | make the meals, | do the housework, | take them to their appointments,
| do absolutely everything (mhm). Erm and then last Nov-, erm last September, my mum was
diagnosed with Alzheimer’s as well (mhm) and she has deteriorated in that respect quite
quickly (mm). Erm so there’s various things, we think she’s had it longer than (mhm) just the
six months because she had been putting on-, she had been put on antidepressants (mhm)
prior to that, to get her mood properly checked, so they couldn’t test her (mhm) until they got
her mood proper because the two are quite similar (mhm) in the symptoms, in depression
and Alzheimer’s are quite similar so, erm, as | say it was in September, they had got her mood
and everything (okay) sorted, and that’s her.

Erm so you talked a little bit about the tasks that you’re doing for you parents, could you
maybe talk me through that a bit more, what is it that you-

There’s-, at this moment in time and if mum had been at home (mhm) erm, the-, | would go
over Aldi at the weekends and that would include taking my dad to go for the shopping (mhm),
erm, doing the housework, whatever was needed, changing beds, washing, ironing.

Top to bottom...

Eh? Top to bottom (laughs), cleaning bathrooms and things like that. Erm, what | would do is
also my mums personal care (mhm), because she’s incontinent as well and she wasnae very
mobile, | would like change her pads, empty the commode(mhm), erm that sort of thing.
Empty the buckets that the pads and everything go into. Erm, | would take her for showers
(mhm), get her showered and things like that, erm, dry her hair, do her hair (laughs). Erm...

Medication...

Yeah | would make up my mum’s pill box erm, to erm, make sure that she was taking the right
medications at the right time. Erm, | would make their lunch, initially, my dad would see to
breakfast (mhm), and he would, at lunchtime make soup (mhm), erm, or heat up a couple of
tins of soup, erm, for their lunch and | would just do the main meal (mhm) at night but that’s
changed now as well because my dad’s forgetting to have anything(mm). So yeah, erm,
whenever they got any sort of financial things in, | have to look at that (mhm), look at their
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entitlements to things, I've had to find out about that sort of thing. Erm, | go to the bank for
my mum, erm, my dad, he often forgets his pin numbers and he’s actually forgotten how to
use the machine at this moment in time, erm, so | go with him so that he can withdraw money
and sort that things out. | also-, erm, their medical appointments, | make appointments for
them, | take them to their appointments, erm, so that somebody’s there (mm), to know what
the doctors are actually saying (mm). So-, and it’s a wee bit difficult because they’re at
different doctor’s surgeries (laughs) (hmm). Erm, we have been waiting since last June for a
care package for my mum (okay), and we’ve basically got nothing at this moment in time and
it’s only because she’s been in hospital (mhm) that they’re now saying we’re gonna get the
care package (mhm), er, she’s going to be given priority for that.

How long has she been in hospital now, altogether?

She’s coming up four and a half weeks since she’s been in hospital now. And we’ve still not
got any sign of the care package. Initially before she went into hospital, we were-, we had
decided that we couldnae wait any longer so we we’re going to go down the private route
(mhm) but unfortunately she went into hospital just before we could get it started (mhm). So
that’s all had to be cancelled and erm, things. So it’s going to be the council that are going to
provide the care package which is better for us but unfortunately she’s stuck in hospital until
that time.

Did she have to go into hospital because of hip problems or is there something other...?

She has quite a lot of falls (mm) and she had had a couple of falls. The first time that, when
she fell, erm, just prior to-, she must have had what about a dozen falls over the last sort of-

She had two in two weeks, two or three...

Yeah and we didn’t know it was actually the falls clinic that first said that she needs a care
package and that was back in June but before she went into hospital she had had two falls,
the first time we ended up, we sat and waited on an ambulance for about 5 hours.

No!
Yeah
It’s not the first time either.

It’s not the first time that we’ve had to wait that long. The first time that we had to take her
in (O: two hours or so of waiting) between, we had to wait for three hours for the doctors to
come, and then we had to wait seven hours for the ambulance, and then so it’s-, it's pretty
bad out there [mm] so we...

Came in at 10 o’clock at night to come back again in the morning.

Mhm, that’s right that’s when she was at the [hospital 07:23], but anyway this last time we
had waited five hours for an ambulance, so we actually cancelled the ambulance and the next
morning, my sister, my dad and |, it took the three of us to get her out the house (mm). Took
her to hospital, she was okay and she was sent home. But this last fall, when they took her in,
they did eventually come and when they took her in to the hospital, they actually discovered
that she had problems with her kidneys, her kidney’s weren’t working (mhm) so well, so they
needed to keep her for that (mhm), otherwise they would have sent her home (mhm), saying
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that there’s no breaks or anything like that and she would have been sitting ‘til now to say
that she didn’t have a fractured hip. (O: she would have been bed bound) But she would have
been bed bound. So yeah, | do that, what else do | do?

Absolutely everything (laughs).

Yeah finding out their entitlements to things, that is, that is really difficult (mhm). Erm, [carer
organisation] helped me, erm, to get the care allowance (mhm) for my mum but they also
helped me to get the care allowance for my dad. This time he’s only on the lower (mhm) care
allowance and they helped us with powers of attorney, erm, but the DSS or whatever they are
called these days, they didn’t tell you anything, you’ve got to find out things by yourself (mm).
Erm, we-, | discovered that because my dad had dementia, erm, they were entitled to a
reduction (mhm) in their council tax (mhm) and | did put the forms in but the GP said his
dementia wasnae bad enough which | thought right, so we didn’t do that. Then when mum
was diagnosed, there was a psychiatric nurse was coming in and she had said do you know
that you can get a reduction in your council tax and | said, “we already tried it”, | says, “I got
the forms for mum”, and | says, “but we already tried it for dad”, and she was, she was
disgusted (mhm) erm, basically because she says it doesn’t matter how bad it is, it is a severe
mental problem (mhm), erm, so she says, “you give it to us because for the dementia they are
under the same consultant”, and she says, “give me the forms and I'll get them signed”. So
she did, and they’ve ended up getting-, now they don’t pay any council tax at all, erm, and
they were given a refund for all the time that they had been entitled to it. So-, but to be honest
with you, my mum and dad didn’t understand it (mhm). At this moment, every time | say that’s
the money from the council tax then, and they’re like, “what’s that for?”, erm and you have
to explain it to them again. And of course, they’ve just had the thing in to say that this year
their council tax is zero, and mum, she’s more concerned about, “but they’ll not pick up my
buckets”, and | go, “no mum, you’ve worked towards this all your life, this is because of your
age”. | just tell her it’s because of her age that you didn’t have to pay it anymore, so there’s
these things but there’s also things for me that I've just stumbled across (mhm) and I've got
the forms through there because | had to give up, | had took partial retirement a year past
November because things were getting too difficult (mhm) to work full time and look after my
parents, and it was having an effect on me so, erm | took partial retirement so that | only work
three days a week but | do get a pension (mhm) to make up the money and so | wasn’t entitled
to carers allowance (mhm) that they have, because | earn too much (mm) but what they didn’t
say was because I’'m only working three days a week my national insurance contributions are
less (mhm) and there’s things called carers credit (mhm) and you fill in these forms and as
long as you’re looking after someone for 20 hours a week, they make up your national
insurance so that my state pension is not going to be short because I've had to (mhm) [?
12:38]. I mean I'm not getting money in my hand but in the long term, now I'd just stumbled
on that (mhm) was one day | was looking on the internet and | was like, “what’s this?”, I'd
never even heard of this and I've got people at work that have got parents that are in the
same situations and they’ve been really good at telling me, “you could get this or you could
get that”, erm, but none of them even knew anything about it (mhm) and that is where your
technology side could step in (mhm), to let people know what entitlement they might be able
to get (mhm). So yeah, that was...



122
123

124
125
126
127
128
129

130

131
132
133
134
135
136
137
138
139
140
141
142
143
144
145
146
147
148
149
150
151
152
153
154
155
156
157
158
159
160
161
162
163
164
165

Apart from technology, who would you expect to tell you about these kind of things, where
would you expect this information to come from?

Well, I would kind of expect GP’s, the council for a kick-off. | mean they-, everything’s a state
secret really (laughs) it really is! (O: it is.) They will give you no advice and they will give you-,
they’ll not sort of say to you, “well you’re not entitled to this but you might be entitled to
that”, they never tell you that, they just tell you you’re not entitled to that (mhm) and you’ve
got to find out things, so | think the council play a big part (mhm), granted they’re trying to
save money (yeah) but...

They’re still meant to be supporting you

Supposed to be sup-, yeah, exactly. Erm, especially in the elderly because they’ve paid their
taxes all their lives (yeah) so the likes of them. There might even be a sort of dedicated (mhm)
site somewhere but | donae know anything about. | mean even when we we’re going to go
down the private route for a care package, it was that the council would pay so much and we
would pay the remainder (mhm) to the company. | had to try and find out that information all
for myself, the council said, oh you can go down this what’s called ‘secondary care’ or
something it’s called, you can go down that, erm, that route and | says, “but how do | go down
that route?”, and they went, “well you’ll have to find someone to care for your parents and
then contact us”, (mhm) and that was it. And | was like-, | says, “do you have a, a list of carers
in the area that | can sort of start with?”, and they were like, “no, but you can go on this site
that’s called ‘care sourcer’”, and they gave me that and when | went on that, they gave me
two companies that were in [location] (mm) erm, (laughs), you know what | mean it was like,
one was really cheap and | couldnae get into their inspector reports erm, so in the end you
got me a list, was it you that got me..? No it was [sister] my sister, she works up in [location]
and she got a list that they deal with but that as you say it’s not necessarily that they work in
this area (mhm) so that was a starting point. And then | phoned [carer organisation] and erm,
[name] she sent me a list of all the ones and she says that it’s not an up to date list but it’s a
starting point and then ask [name] to have a look down the list because [name] at [location]
as a carer erm, and she was sort of-, she knows some of the companies and she would say,
“no, donae go near them (laughs), they’ve got a good reputation”, and things like that so, |
just basically hard to start working down this list (mm) er, to find carers. As it turned out, they
were expensive but [care facility] were the ones that they said that they had availability
(mhm), erm, they were expensive, and then | had to get in touch with the council and then
the council, they were sort of going, “well they are not one of our carers but now she’ll have
to go on the list for us to assess her”, so that they would assess my mum and then see how
much they were prepared to pay for her care (mhm). And | was like, “how long does that
take?”, and she says, “oh, | can’t give you a time”, and | says, “well, is it an hour, a month or
is it six months?”, and she went, “well, it’ll not be six months”. And that’s what | was left with
and after that | just kept phoning them and pestering them (yeah), erm, which you didn’t want
to do because you know that they’re struggling, but every time | phoned, | got a different
story, erm, | even said to them, “well how much do you, so that we can work out our finances,
how much do you pay an hour?”, and it went from anything from £13 to £16 (mhm). So you
couldnae, you couldnae work (mhm), work out your finances and what we could afford etc.
Erm, eventually what they said was, | says, “look we need this care package and we need it to
start straight away”, and the occupational therapists had been out so what they had said was,
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“well initially what we’ll do, is we’ll base it on what the occupational therapist said and we’ll
put in for the funding for that and we’ll let you know when we’ve got the funding for it”. And
| was like, “right, how long does that take?” and she was like, “oh | canae tell ya”. She says,
“we do have a bit of backlog”, (mhm) so it was like just fighting the wind really. Every time you
go a wee step, there was a big gust and it put you back again. It was really frustrating. As it
turned out as | said, the [care facility] were coming out to assess her themselves, erm, and she
went into hospital so [care facility] couldnae come out, erm, and now they’ve not got the
availability that they had before (mm). So, we’re back to square one but the good thing is that
| keep phoning erm, social work every week and they’re saying, they keep assuring me that
my mum'’s getting priority and as soon as the package becomes available, she will get it. Erm,
but again it’s how long is a piece of string (yep, yep), and so we just have to just keep coping
until that time.

Sounds incredibly time-consuming having to organise all these things.

Well that's it, it’s time that | could be doing other things, because by the time that | come back
from my folks, I'm tired (mm) but | still have to try and find out this information (mm) and try
and get things sorted (mm). Erm, even to the extent that | have to get their wills changed (mm)
and erm, because their wills were completely out of date (mm). Erm, in the end | just did them
myself (mm). You know what | mean, it was just like, | thought, “right”, | looked it up so that
it was legal and so we drew their (mm), their wills up ourselves and got them signed by
neighbours and things so, | mean it does, it takes a lot of time because your searching on
websites but everybody keeps telling you different things (mm), then you get things that are
only available in England and they’re not for Scotland (mm) and because we’re different sort
of governments and things but yeah, | find that the council keep everything a secret (mm)
(laughs). And it would be-, they’re the ones that know (mm) so-

Or should know at least.

Yeah. So why they didnae give out this information when they know that this is a couple that
are in dire straits basically because if it wasnae for me and my sister, they would have been in
care homes and it would have been costing them an awful lot more (mm). Erm, but it seems
to be the way it is at the moment and | understand that Brexit and sort of government
decisions are really pushing them, | do understand that. Erm, but | forgot what | was going to
say then (laughs). Yeah it’s just they make the situation worse for people (mm) rather than
better for people (yeah). Erm, and to be honest with you, even at this stage, other than the
occupational therapist, my mum has not seen, or my dad, neither of them have seen anything
a face, given a name of a social worker that is their care worker (mm) erm, or fighting for them
(mm), or anything. But to be honest with you, | did actually end up sending a letter to my MP
but unfortunately they canae get involved until | get mandates and everything (mhm) so that
they can talk to the council but as it turned out, this social worker did phone me back, because
at that point they were, everything was still up in the air (mhm). My mum was in hospital, she
wanted home, my dad was-, he was having panic attacks and things like that so | just wrote to
my MP (laughs). But I've since emailed him and said, “look can you put a hold on that because
it looks like they’re starting to get their act together now”, (mm) but yeah it seems to be if the
family just cope (mm), the council are quite happy for them to do that. It doesnae matter



208
209

210
211

212
213

214
215
216
217
218
219
220
221
222
223
224
225
226
227
228
229
230

231
232
233

234
235

236
237
238
239

240
241
242

243

244
245
246

247
248

what effect it’s having on the carers health, the carers finances, nothing like that, as long as
we’re not bothering them (mhm) they’re quite happy.

Do you think that things might be a bit different if there wasn’t you and your sister looking
after your parents, if they were alone, do you think that they might...

They’d be left in the house to deal with it their selves and that’s already what’s happening,
ken what | mean?

| actually dread to think because they’re the type of people that willnae ask for help (mm) so
really they would probably be these people that go through the cracks (mm). | didnae know
who would actually come out and (O: step in) step in. Because even when she went to the
falls clinic it was because her GP was like, “no, I’'m gonna refer you ‘cause we want to see
where these falls are coming from”, as it turns out, apparently the Alzheimer’s, people fall
over (mm). It's part of the, the illness. But it’s only because we got in touch with the GP’s
(mhm) that this came about erm, my dad would never have been diagnosed with dementia
but | had noticed things so it was me that took him to the GP. Erm, and to this day my dad
doesn’t think there’s a thing-, single thing wrong with him (laughs). It’s just the government
and everything because they’re gonna take his driving licence away from him now and er,
that’s upsetting him (mm) (laughs), and he keeps like, say, “you’re on this dementia
treatment”, and he’s like, “ no, | didnae take any dementia tablets”, and he says, “how long
have | been on them”, and I’'m like, “two years dad” (laughs). He just now, erm, because of his
situation, because he’s deteriorated that bit more, | have to make sure that he takes his
medication as well, and make his medication up. He just calls me a sadist (oww), ‘cause he’s
like, “you’re just filling me up with all these drugs!”, now when | go in, he just goes, “right”
(laughs), puts his hand out and says, “right”.

So, can you say on average how much time do you spend on all of these tasks that you do for
your parents, so the practical tasks but also all of this organisation, is there-, (oh god) could
you put a number on that?

Just dinner-wise, you're talking about seven, eight hours, nine hours a week just on dinner,
that’s just dinner.

Then about three or four doing the housework (mhm), (O: running back and forward) running
back and forwards. | would say on the days that I'm off, you’re talking about practically all day
(mhm), so | would say at a good nine, ten hours on those days, so that’s four days a week, and
then a couple of hours-

On Saturdays you’re there about two or the morning, you go and do your shopping for nine
o’clock in the morning, you're there ‘til back six, seven o’clock at night, so that’s a full day
(mhm), so you’re talking full time like 30-, (P: yep) good 30 (mm) odd hours a week.

Yeah, | would say anything between 30 and 40 hours a week.

And that’s when days are good. Ye know things have obviously like deteriorated a wee bit, it’s
becoming worse, | mean she’s not got any time for herself at all and | keep on saying to her
she needs to have time for herself but she’ll no dare because she’s constantly-

Basically, between work, I've been off for the last few weeks (mhm), with stress but when I’'m
at work, | work three days a week, and by the time | do everything for them, so I've got no
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social life whatsoever (mm), I’'ve not even got much conversation because it’s all based around
my parents (mm).

She doesn’t even want to go to [place] just because she doesn’t know what’ll happen. We're
only going for the day, we’d be back about eight o’clock at night but she doesnae want to
leave them for that length of time, but she needs to have her own life as well, ken what |
mean? And that’s where the council...

Yeah so, | was dragged to [location] to get a massage (laughs). But even though | was there, |
was phoning my dad, and saying, “right it’s time for you to make your soup” (yeah). My
nephew-

[Name] could see you were starting to get upset about it, ken what | mean? So, it’s (yeah)
constantly-

| do worry when I’'m not there (mm), | do worry about them (mm), I’'ve got to admit. Erm, and
they’re coming up on Friday, tomorrow (mhm), it’s their 61 anniversary (ahh), so I’'m sort of
being, running around organising something for that because they’ve been separate, and this
is the thing is that they’re not used to being separated from each other (mm) erm so I've
arranged with the hospital that they’re not going to feed my mum (laughs) and we’re gonna
taken her a cream tea and get fifties music playing in the background and just leave them
alone, romantic (I: that sounds really lovely). Because they’ve not a had a meal together or
anything for weeks (mm) and as | say my dad has-

Visiting time’s not really quality time...

It’s not ‘cause they’ve not got a lot of conversation so I’'m going to take their wedding album
and leave them with that, because that will give them something to sort of reminisce about
because they can both, both remember that far back, they just canae remember what they
had to eat (laughs). So erm | thought right, I'm taking the photo album and just give them that
wee bit of time for themselves.

That sounds really nice.

We shall see. My sister, she’s got erm, photos made into these blocks (mhm) and one each of
them so she’s gonna give my dad the one of my mum, and vice versa (aww) so that they can
always be beside each other (yeah).

‘Cause even in the house they dinnae sleep in the same beds either, ken what | mean?
Grandad went in the spare room because...

He went in the spare room because my mum was getting operations to her legs and things
and he didnae want to hurt her and she was in a lot of pain so, erm, now he just goes through
there, they're just like, ah it’s fine. But they leave the doors open (aww), so that they can shout
to each other (laughs) erm, and of course, my dad during the nights and things like that, my
dad is well, but my mum was having falls. My dad was trying to pick her up so he ended up
doing his back in (oh dear) erm, because | mean he’s 82 this year so he’s not fit for it even
though-, but there’s that connection that he cannae see her lying on the floor (yeah yeah).
And she’s got the emergency button, but she never presses it. She’s only used it a couple of
times but it’s like, that what you’ve got it for, press the button and dad just put a blanket on
her, make her comfortable. Erm, and then they pick her up and they tell me a few hours later,
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“oh your mum had a fall today”, and I'm like, why did you not press the button? (mm). And
they were like, “oh | forgot”. It’s-

Makes you worry though ‘cause if they even forgot that the fall had happened, you would
hear nothing about it, ken what | mean?

Exactly, exactly. My dad had a fall a couple of weeks ago. He went to kick-, he went to kick a
wee, a wee paper cup (laughs) and he just went right over. Now anybody else it would have
been funny, but being my dad, | jumped out the car ‘cause he was actually waving me
goodbye, erm, (laughs) and | thought-, he was straight up and I’'m saying, “have you hurt
yourself?”, because he had this sciatica because he’s been lifting mum and says, “are you
hurt?”, “no, no I'm fine, I'm fine”, and he says, “that was just stupid.” And off he went. But
the next day, | says to him, “how’s your back? Are you ok after your fall?” and he went, “did |
fall?”, so if he cannae remember falling (yeah) just in 24 hours (mm), what-, they’re gonna
eventually forget that my mum'’s fallen (mm), so yeah, it’s, it’s, it’s (I: it’s difficult) it is difficult.
I'll admit that (laughs).

So I would like to talk a bit more about your work, so can you maybe take me through a normal
work day for you, what is that like?

Erm, | go into work at 7 o’clock in the morning (mhm), erm, | try to get there for seven (mhm)
because I'm on flexitime (mhm), and erm, | usually leave around about 3 o’clock. I've got to
work seven hours and 24 minutes in a day, | know 24 minutes but there ya go. That’s a full
day, excluding lunch obviously, so really its eight hours and four minutes (laughs), erm,
sometimes | would take a half-day or | would leave early if there was appointments that |
needed to come to (mhm) for mum and dad or if there was somebody coming to the house
or something (mhm) like that. So...

Do you have control over that, or do you need to ask your line manager whether you can...

No, as long as we work a minimum of three hours (yeah) erm, then we can, we can please
ourselves, we can please ourselves any time between erm, seven in the morning ‘til nine at
night (uh huh) so that’s the sort of space (mhm) and in that time we have to work three hours
(ok) but what three hours we do, but obviously we'll lose that time so have to make it up at a
later time (mhm). So, on a Tuesday what | would do is, | would usually be in at seven and work
‘til half past seven (mhm) so that made me sort of roughly four hours credit that | can use
when there’re appointments and things (mhm) but erm, my present boss, she has been-,
‘cause I've been sent to the occupational (mhm) health because I've had sick leave and
whatnot and they basically said that | should be given the time to go to the hospital for my
mum or dad, they will make my time up for that day so that I’'m not having to use my leave or
my flexi. And she is really good, she is really good. Unfortunately, | just found out yesterday
that she didnae get the job that she’s been doing for four years, she had to apply for it and
she didnae get it so. So, I’'m going to get somebody else, who's not necessarily going to be as
understanding as she is (mhm). So yeah, that’s what | would do on a, and then a Wednesday
| would be-, just try and do a normal day but night-time so it’d be 10, ‘cause I'd have made up
the time before, | would sort of think well | could have a couple hours, so yeah that’s the
general... | also have the ability because I’'m only working three days, | can phone and say,
could I swap my Monday for a Thursday (mhm), but | can only do that so many times obviously
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(mhm) but also every fortnight | look after my great niece (laughs) (O: On a Thursday and a
Friday) on a Thursday and Fridays to let her mum and dad get to their work.

She’s too kind, that’s her problem (laughs) to be honest that-, she genuinely is.
She’s a wee gem, she’s a wee bit of sunshine, that’s what | always call her.
Aye, she is to be fair.

Erm, so | look after her, she’s, she’s just turned two (aww), so | look after her (ok) on a
Thursday and Friday but we take her over, | take her over with me to

Takes her round to gran and grandad when she’s got the bairn (laughs), then takes the bairn
home, goes back to granny and grandads, makes their dinner, comes home, doesn’t eat
anything herself (laughs), barely has time to even get herself a shower.

Right, I think (laughs).

It is absolute true though you’ve actually not got a minute for yourself, and you don’t give
yourself a minute either. And if it’s not that, she takes my other cousin’s child overnight
sometimes as well and I'm like-

Oh, that’s only, that’s only very occasionally...

That’s not the point when you’ve not got enough time...
Just to let them have some time (laughs).

What about you having time?

Sounds like you're really, really busy (laughs)

I've got to admit, these last few weeks I've been exhausted, been exhausted. I'm on erm,
antidepressants and | have been for about a year and a half and this wee while, because of
when | got to my bed, I’'m just not sleeping, so the doctor gave me some sleeping pills but I'm
trying really hard not to use them (mhm). I'll probably use them more erm, when I’'m back to
work, ‘cause I’'m planning on going back to work on Monday (mhm), so just try and get some
kind of normality going again. And erm, | need to sleep because | was finding that | was awake
until three, four in the morning and things just going round in my head and whatnot so, yeah
(mhm). It is having an effect on my health, | know that, but at the same time, | canny give up
on my parents, you know what | mean? It’s not just something that you’ve got a choice over.
My sister, she’s helping a lot more than she used to.

Aye, now she is definitely but | think that is because she has now seen the effect that it’s
having on you, but she never really got to that point anyway, and your brother takes
absolutely nothing to do with her.

My brother’s just a waste of space (laughs). Erm, yeah, he’s just, he’s been to see them once
since New Year so...

That was to go and ask for money.
Mhm (mhm). So no, my brothers not really in the picture (mhm).

And how is your sister helping with caring?
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She, she’ll, she works erm, at [hospital] (mhm) so erm, obviously she works long shifts so when
she’s working, she cannea do anything (mhm) erm, but on her days off and things she’s going
over, she’s doing that and then she’s sort of helping with that. She’s been in and out (mhm)
as much as she can to the hospital and things.

She definitely has probably the last three or four months, she’s definitely more hands on
because before my [aunt], she does mean well but she’s that wrapped up in herself and her
wee life and her grandchildren and her husband and her friends and it’s like, you’ve got your
own parents and your sister, remember?

But she’s doing the right thing as well, is she’s doing sort of the opposite of me. She is making
time for other things (mhm) and times for her.

She used to be a wee bit too selfish, and my mum was a bit too selfless if you ken what | mean.
It was like total chalk and cheese when it came to it.

But [sister] stepped up (O: much better) much better er, and as you say, she’s worrying about
me as well because | think they realise that if | go down, we’re all going down (laughs), you
know what | mean? (mm) And that actually worries me a lot (O: me too) and | do worry about
kinda, if anything happens to me, where is that gonna leave my mum and dad? (mm). And
that’s why I’'m really pushing for this care package because | need it.

Your daughter, what about your daughter?
You’d cope, you would come and look after me (laughs).

So how would that usually work between your sister and you, erm, are you co-ordinating in
any way?

Well at the moment when [sister] is not working, she’ll go into hospital at one point and I'll go
in at night or vice versa depending on the, the sort of routine. When mum was at home, she
would go over on her days off and she would help with the ironing or she would-, ‘cause | hate
ironing (laughs), erm, so she goes over and she does the ironing, she’s really good at it. Erm,
and she’ll, she’ll do sort of things-, the only thing is that my dad, my dad disnae, (O: it’s her
approach, ay like) it’s her approach, is he says, she means well but she’s so bossy (mm).

She comes in and she just takes over and it’s their home at the end of the day (P: aye), ken
what | mean, you’ve got to respect that.

And they have come to loggerheads a couple of times but at this moment in time because
mum being in the hospital, he’s, he’s, he will not go in with my sister (mm), ‘cause | say,
“[sister] is gonna come and pick you up”, “what have | done to you like” (laughs). This is the
thing and it’s not that he doesnae love her or (O: nah, nah), it’s just that he feels she takes

over too much (yeah, yeah).
You’re more laid back.

And it’s partly her job as well because that’s a job that she does, she’s a care worker in a
rehabilitation place (mm), erm, so it’s hard to sort of-, she comes across too professional
rather than-

She’s a wee major
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She is. Real bossy boots. But as | say, her hearts in the right place and these last few weeks,
she’s been phoning me and saying, right you are having a day off (mhm).

She’ll give herself the day off still, she still has to go over and-

Well, I just nip in and check in the morning to see that he’s ok, ‘cause he does seem to be-, he
washes in the mornings (mm). To go and find him (laughs). But she, so she goes and she’ll say,
“no, I’'m going over to make their tea”, ‘cause I'll say, “well if you take dad to go and see mum
or whatever”, | says “I'll be there to make his tea when he comes in”, and she’s like, “no, just
tell me what’s to make”. So, | do but | feel very uneasy on those days (mm), especially when |
go in and see my mum, the following day and she went, “oh, you’ve come to see me have
you?”. And she’s like said to my sister, “and you’re coming back to see me?” (laughs) “no,
she’s just having a day off, she needs a day off” (O: aye). And then when | do see her it’s like,

“are you back at you work yet? You need to get back to your work”, it’s like, “yeah mum”.

It's quite funny ‘cause last time we went to visit them, granny was saying, “she, your mother
does too much hen”, blah, blah, blah but see when she’s not there like, on the floor, “are you
coming out to see me?”, (laughs).

That's it (I: tricky) (laughs).
That’s really nice | think, that you have someone to share this with.

Yeah. As | say, [sister] has taken a more sort of practical role and she’s been going over through
the week because on a Saturday | can be over to get mum showered, erm, but she’s going
through the week (mm) on her days off, and she’s giving her a shower through the week (that’s
good). Erm because | find that, it's a shame because my mum had a shower every day of her
life (mm) erm, and the house, she was so house proud, ay? And it’s really difficult to-, for her
not to get these things (mm) every single day but she excepts that now, but she was always
like, “am | smelly?” (laughs), and things like that (mm).

She was always quite self-proud, with like her hair (P: she was) was always done and she had
those scarves.

That’s right. But she got her hair cut and blow dried at the hospital yesterday
All curly now.

It’s still straight (O: is it?) but it’s been done a wee pixie style. It’s really nice actually. But her
hair’s pure white and she hates it (mm). | says, “do you know how much?”, and of course I'm
going the same way ‘cause it’s a family thing. All the women on my mum'’s side of the family
(O: pure white) have got pure white hair. And so, mine’s on it’s way.

Dodging that bullet.

So far. My mum was 16 when her hair went white. (I: 16?) Mhm (wow) and mine started when
| was 20, ‘cause | kept saying I'll just let it grow like that gracefully, I'll do that. And the first
one | saw, the bottle of dye came out (laughs). And has been ever since (laughs).

Just to talk a bit more about your work, erm, so the flexi time, is that a general policy or is that
something that you were able to negotiate for your own individual situation.

No that’s, that’s the same situation for everybody.
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For everyone, ok. And are you able to work from home in your work?
No, no.
No, so it’s very office bound?

Yes. At this point | think they are sort of starting to look towards home working because there
are some people, it depends on what job you do (mhm), erm, that can do work from home,
but my job, it’s plans based so | have to be in (mm) the office.

Ok. Are you able to take breaks when you are at work, whenever you need to? For example,
to make a phone call?

Oh yeah, yeah, yeah. Erm, funnily enough they took all the phones off us (laughs). Yeah, we're
on skype now (ok) hate, it. Hate it! So yeah, we’re on skype but we’ve all got our mobiles so |
mean | can go out for a cigarette break as long as | take the time off my flexi time, it’s my own
time. | can go for a cigarette break, | can have well | get my two tea breaks anyway and your
lunchtime. But if you need to make a phone call, yeah.

That’s not a problem (that’s not a problem). That’s good. That is really good. Is there any way
that your caring impacts on your work or vice versa on a day-to-day basis would you say?

Erm, yes (mhm) very much so.

For one, you were never have took retirement if you didn’t have to. You wouldn’t have took
that option.

No, | wouldn’t have taken the partial retirement if it wasn’t for caring for my folks. | would-, |
use up my leave quite quickly shall we say. Even just the sort of, | can be sitting and I’'m working
away, and then | get a phone call to say “your mum'’s fallen”, or it can be my mum (mhm), and
she’s like, “oh [name] I've got this”, (mm) and | have to leave work. So yeah, it does have a
detrimental (mhm) effect on my work (mhm).

And how often does that happen would you say? Is that a regular thing or...?

It's over the last few months it’s been getting more regular (mhm), there’s even the sort of
me sitting at work and | know that my mum’s not well (mhm) so I’'m maybe not concentrating
as much (mm) and that has a big effect (mm) so yeah, | mean, just because of appointments
or having to take time off, I've missed a lot of meetings, so I’'m not up to date. | have to sort
of say, | mean my boss, she’ll come and say, “right, this is what we discussed”, and things like
that, but sometimes you want to be there (mhm) and contribute, so that’s, that’s quite
difficult as well, so all these wee things do have an effect on the work.

How far is it from your workplace to your parents’ place, so if something does happen, are
you able to get there?

I’'m driving, so about 25 minutes of driving (mhm), yeah. | can usually be there within a half
hour.

Ok and from your home to your parents, how far is that?

Erm, two minutes (ah) just across that street and at the end of that street (ok), erm, so yeah,
they are two streets away (I: that’s really close) so, yeah.

Hence why she’s always over there, she can, it’s not a long journey (laughs).
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And how is that for your sister, is she close by as well?
She’s, no, she’s in [location] so we’re talking two miles?
Two or three.

Two or three miles, she’s away. Erm, so but by car, she can be over in five minutes, but that’s
the thing, sometimes she’s not got the car available to her as well (mm), because her husband
works (mhm), erm, so it just depends (mm). Erm, and she looks after her wee grandson as well
so...

How do you feel about your situation as a working carer, would you say?
What was that sorry?
| donae quite understand (laughs).

So, being someone who’s combining work and care, how do you feel about that in general?
Would you like to work more, would you like to be able to care more, how supported do you
feel?

Erm, to be honest with you, from a work point of view, | do feel supported, | do. Erm, if | was
given a choice, | would like to work more (mhm), but through duty, love, whatever, | want to
care more (mhm). You know what | mean, so it’s quite a conflict because | mean I've been in
my job coming up for 37 years (mhm), I've been in the same job and | love my work but at the
same time | love my parents more (mm), do you see what | mean? So, | do feel sort of drawn-

Plus, when you’re at work you cannae really concentrate either.

And it’s, it’s funny because | think because my boss, my direct boss and the organisation are
supportive (mhm), that if they were nae quite so supportive, | wouldn’t feel so guilty (mhm),
if you see what | mean (mhm). Erm, | would’ve been like, “well bugger you” (laughs), sort of
thing but because they are supportive, erm, when I’'m having to take time off like this last few
weeks, | feel as if I'm letting them down (mhm) but, when I'm there, | feel as if I'm letting my
parents down and it’s that conflict is there all the time (yeah), whether it’s in one way or
another, there’s always conflict, guilt, dispirit (laughs), you know. But that’s the thing is, | know
that my parents are not gonna be there forever, and that is the thing is that it's not gonna
happen forever but sometimes | sort of think, well, is my job (mm) gonna be there forever?
It’s still gonna be there and when | donae have my parents, what am | gonna do? (Yep). | am
going to be so lost. So that does worry me, because I’'m on my own as well, I've not got like a
partner or things like, and this one’s using her wings.

[? 54:06-10]

No, no. No, no. No, you’re quite right, you're quite right, that’s what you’re meant to do that’s
the thing, you’re meant to go enjoy (laughs), sort of spread your wings. You've got a life that
you have to get on with. Erm, so that’s an actual-, and that’s the way | want it, but it’s like,
when am | gonna-, what am | gonna do when it is only me (mhm), that I've not got these things
to-. I'll probably have about 20 dogs (laughs).

| tell you that! (laughs).

At least someone to look after.
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| used to say that to [name] for years, like, what worries me is when-, no when one of them
goes, when they’re both eventually, the time comes that they’ve passed, what then are you
gonna do because you’ve halved your working time as well so you’re gonna have all this time
to fill up which you’re not gonna ken what to do with yourself like, even going to the bingo on
a Thursday is not gonna fill up the other five, six days a week, ken what | mean? So, | was
genuinely and you’re already the state that you’ve already got into and now it does make me
wonder what they’re gonna be like.

But then | do have [friend], [name] (O: you do) is my friend, she’s been my friend since | was
six (mhm). Erm, and out of everybody, she’s the one that doesnae give up on me (mm). And
she still invites me to-, she knows that I’'m gonna say no, or she knows that at the last minute
I’'m gonna have to call off or things like that but she, she does, she still invites me to things
and that sort of thing and she’s like, “keep in touch!”, and she cares where | am and this sort
of thing so | do appreciate her a lot because there’s a lot of friends that over the last few years,
they would have gone (mm), “well what’s the point in asking [name] because, she’s not gonna
be there. (mm), she’s just gonna say no”. But [friend] doesn’t give up on me.

Nah, she’s actually a proper true friend like (P: aye), there’s no disputing that one. She’s good,
that one (mhm).

Are you able to talk to your friend about your situation as a carer?

Well | didn’t see her now that (laughs) but yeah, | mean every now and again she’ll text or
she’ll phone me and she’ll say, “how are you?”, and things like that, but it feels bad because
every time you speak to them, “oh my mum'’s in the hospital, and this is happening and that’s
happening”, and it’s all dreary and rubbish (mm). And she’s telling me how she’s gonna be a
granny for the first time and like [talking over each other].

...then go through the same motions as what you’re going through now, ken what | mean? |
don’t ken what her parents situation is but (P: well) she’s either already been through it or
she’s gonna go through it, ken what | mean? (P: well) That’s the whole point of supporting
each other.

Her mum...

...used to live in [name] house.
No, [friend] lived in [name] house.
Oh | thought it was her mam.

No, no, her mum [name] (O: oh aye, aye) lives just up the road from your granny and grandad
and they were great friends all their lives (O: really?), aye. But [friend]’s dad died years ago
(O: right), erm, but no, her mum’s in this similar sort of situation but [friend] got such a big
family and they all-

Aye she has got a massive family like, massive.
Erm, they all look after each other so yeah.

That | think, with them having such a big family and then being like you, [name] and [name],
you [name] and [sister] ken what | mean? It's a massive difference like, when you’ve got so
many hands to come and but then you’ve got almost like to no one, it’s hard for you.
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Yeah.

Erm so for the final part of the interview, | would like to talk a bit more about technologies, so
you already mentioned that your mother has a wrist alarm (mhm), where did you get that
from? Did you have to organise it yourself or was that...?

It was an occupational therapist that got it organised wasn’t it? (mhm) And | think it’s £50 a
quarter or something for that (mhm) so yeah, they got that. The occupational therapists from
the falls clinic and various places, they erm, well it’s not technology but they arranged for a
walker and a trolley and she just recently got one of these electric chairs that stands you up
(mm), erm, she’s not had much use of it yet but...

Couple of days...

And they were a bit, so equipment-wise, apart from a wheelchair, my dad bought her a
wheelchair (laughs). My dad bought a wheelchair, and an electric bed.

And he’ll not even sit on it his self he needs it too.

So, your dad does not have a, a wrist alarm or something like that?
No.

It's just for your mum?

Just for my mum (mhm). But there’s the button in the house as well that he can press (if she
would fall...), if she were to fall, he can press that (mhm), so | mean we maybe should get
something for my dad now.

Donae take this the wrong way but | genuinely donae think it’ll be worth it because they’ve
already got one in the house (P: and they donae press it) doesnae get used, ken what | mean?
So when they’ve got Alzheimer’s and dementia they’re not gonna remember to use them no
matter how many times you tell them so, even if you give them another, it still just another
bit of jewellery, ken what | mean? So, | wouldnae bother to be honest. Just wouldnae.

I’'m actually gonna get him chipped, that would be good, for old people, is get them chipped
(O: mhm). So that you like you know, like find my phone, it’s like find my mum. That’s the
thing is because my mum’s infirm (mhm), she’s not gonna wander anywhere (O: yep), and
she’s not gonna leave the house and things like that, so that’s ok (laughs) (O: aye), from that
point of view (O: she’ll always be on the couch) whereas my dad, my dad goes wandering
(mhm) and it would be quite good to have him chipped, just so that we can just sort of go,
“right, he’s down the road so we donae lose him” (mhm), erm, because we do-, he’s walked
this area all his life and he’s always enjoyed walking and you donae want to take that away
from him (O: yeah) but he canny use a mobile phone so it would be great to have something
that he can say, oh he’s just out for a walk, or sometimes you donae see him for four hours
(mhm), and at that point because of his dementia, ye donae ken if he’s gotten lost (mhm) or
that sort of thing, erm, but he doesnae tell you where he’s going either (mm), because he just
goes and walks (mhm), so that’s-

Has he gotten lost before? What was-, did you have to go look for him?
Christmas Day. [O: Christmas Day.] Christmas day we had to go look for him. He went-, he

didn’t believe it was Christmas Day (uhuh), and he had a row with my mum over, ‘cause she
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was walking him (laughs) she wanted him to open presents and things and he’s going, “but
it’s not Christmas Day”, and he was adamant erm, and we were going for a meal at 12 o’clock,
our Christmas dinner and er, when | got there, my mum says, “oh he walked out”, couldnae
find him anywhere | was all over the streets and I'm like, “for god’s sake, we’re gonna have to
call somebody out on Christmas Day (mm)”. As it turned out, he sort of wandered back in, he
went, “what are you doing here?”, (laughs), it was like, “you’ve got 10 minutes ‘til the meal,
go and get changed”, and he’s like, but he just refused point blank (mm). And it's worrying
because he doesn’t-, when it gets dark he doesnae recognise anywhere (mm), doesnae
recognise where he is, in the dark, because things look different (mm), erm, so, if he was to
wander out in the dark, he would definitely get lost, which isn’t so much a problem coming
into the summertime, because it’s lighter longer, but in the winter, it’s a bit worrying because
he could go out for a walk and it get dark while he’s out (mhm), and it’s gonna completely
disorientate him (mm). So yeah, | think, | think we should put that forward. | don’t know what
human rights people would say-

| was literally just thinking that, but if they can do it on snapchat hen, they can do it to the
elderly.

-but I think they should get them chipped. Well, they do it on the dogs (laughs) (O: they do).
Sorry | know that it’s like-, but something like that, even (O: no) you donae have to chip them
actually-

Nah but you're right in what you’re saying-
-even if they had a bit of jewellery or something that you could track them (mm).

That’s also another idea, is if Grandad’s gonna continue to go on walks is give him a bit of
jewellery that does say where he’s been, so that if anything happens (P: yeah) folk can bring
him back

Yeah. But it would be quite good if | could track him (O: track him) and erm-
Like this morning, where he’s all been and if he’s still out (P: mhm). Must have got a-

He keeps coming here and saying, “oh but you weren’t in hen”, er, yeah, | was. Yes, | was. But
| don’t think he knocks on the door (ok).

He’s looking for your car and sometimes it’s parked in the corner, | think.

Aye, and I'll say, if I'm not in and the car’s outside, I’'m out with the dog, so I'm not very far
away. But, no. He told me the other day that I-, he had phoned me three times. | don’t know
who he phoned but it wasnae me (laughs). So, | mean these things are funny but at the same
time, they’re worrying (O: aye) (I: of course), they’re worrying.

So the, the erm, the wrist alarm that your mother got, erm, when she got it from the
occupational therapist, did they have a conversation with you about what kind of technology
might be appropriate for your mum or just...?

They did sort of say, erm that the best one was the alarm (mhm), erm, because | think you can
get the ones where if they donae sense any movement (mhm), erm, that would trigger
something. But that would be a false reading (mhm), because there’s more than one person
in the house (mhm), so erm, that was the one that they sort of said... (mm).
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Would you suggest that to someone else who was a working carer, say basically that kind of
technology’s available (mhm), would you-?

Yeah (yeah?), yeah.

How do-, can you think of anything that would make it even better that technology that would
make you work better for you? How can it improve basically?

No but even the alarm, even if there was a-, had a sort of sensor that had a-
Like a fall sensor.

Like there was something like that.

That they can tell by the vibrations or whatever that they’ve had a fall.

Yeah, so if there’s a thump or something like that (mhm), if it gets jerked really badly (mhm)
that it would trigger off that there’s something happened but they’ve not necessarily erm,
pressed the button.

Check the box, find out if they’ve fallen or not and if they have, they can send out who they
need to send out (P: mhm). If not then it’s fine, they’re alright, ken what | mean? ‘Cause they
have the sensors that tell you, detect if anybody’s moving about, ken what | mean, and getting
up off their chairs so surely they should be able to do something with that | would personally
think.

Not that there’s anybody with my parents that would be rough with them, but it would also
be an indicator if there was somebody (mhm), being rough with somebody (mm), but that
would be maybe a deterrent (mm) (O: aye, yep), if they’re being burgled or something like
that (mm), that would be quite...

Just a bit more security in general in a way like.

‘Cause you do get all these folk that are vulnerable and they turn up at doors and things like
that. Erm, so aye, it could work as a dual thing.

There definitely is like a lot more that they could do for the elderly community as far as that
goes like, for definite. Rather than just like wee alarms and stuff when it’s too late, if you ken
what | mean? Sometimes, ‘cause especially like there’s nae point in giving absolutely anybody
the dementia boxes, ken what | mean? So, there should be something in place.

The thing is, when granny got that box, before she was diagnosed with dementia as well.
Aye, but grandad already had the news and he’s never gonna ken how to use it.

He does know how to use it, but he thinks that he should be the one that picks your granny
up (mm). That’s us trying to get through to him and now that he’s hurt his back, because it
was only a matter of time before he did (mhm), erm, now that he’s hurt that’ll remind him
(mm) (O: aye). Erm, | mean I've put things at the box, if mum falls press this button, I've got
my phone numbers but he doesnae really know how to use the phone very well (mm). Erm
I've got instructions on it (laughs) (mm). Erm, but there’s even things like there’s been things
in the past where my mum'’s fallen and my dad wasnae there (mm), and she’s-, or he’s been
in his bed and she’s not wanted to wake him up (mm). And she’s sat for hours (O: on the floor),
on the floor, couldnae get up, she was frozen (mm), and it was like, the phone’s right there!
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The phone was right beside you, (mhm), so why did you not phone me? And | can be there in
two minutes (mm), erm, why did you not phone me? “Oh, | never thought” and she says, “Oh
I’'m frozen, I'm frozen!”, erm, so | was like, “but the duvet is there. You just had to pull it
across”, but that way of thinking, that, sort of common sense if you like (O: aye), erm and it’s
funny because | watched that program erm, about the ambulance service and they go out
and, it’s funny because they get called out to a lot of falls (mhm), and you see the people and
they’ve fallen in the bedroom and they’ve maybe been there all night, and not one of them
thought to pull the duvet over themselves (mm)-

Or a cushion. It just sat there.

-s0, aye, that’s a problem, ay? (mm, mm). Maybe they should have them hanging from the
ceiling so that when they hit the deck, it just floats down (laughs), covers them up (laughs).

Best thing is just for them not to fall in general, like. So, we moved granny’s room about a
hundred times and she still manages to fall in the same place every time even though you’ve
been there to make sure that she doesn’t fall.

Aye, the last time was erm, (O: it doesn’t matter what you do sometimes), she’s not done the
dishes in years (laughs), but because my dad had hurt his back (mm), she wanted to give him
a hand, so she went to do the dishes. Now my mum’s (O: can barely reach the...), about four
foot seven, four foot eight (O: if you're lucky), if you’re lucky, erm, because she’s gotten
smaller and smaller and she can’t even reach the cupboards to put things away, so why she
was, | was like, “why were you doing the dishes?”, and she says, “oh | just wanted to dry
them”, and | says, “ but they were drying quite happily by themselves”, | says, “mum you’ve
not done the dishes in years!”, and she’s like, “ah hen, but your dads hurt his by lifting me”,
so she wanted to... | was like, “oh”. | says, “so the moral of this story is, do not do the dishes”,
(I: do the dishes)” (laughs). ‘Cause it’s a stone floor (yeah), and it’s a tiled floor (yeah), so that’s
how she’s done the, the break.

But it does make you wonder though, ‘cause she did fall the week before. She did break her
hip or like... | would personally think catching-

Well, the one before she wasn’t in pain (was she not?), nah. That was her knee (aye), which
she had hurt rather than her hip (mm), so no it’s definitely through the one, the fall in the
kitchen (mm).

But she has had that many recently too that it’s only a matter of time ‘til she breaks something.

But it’s a thing, it makes you wonder because, when she was in the hospital, they saw that she
was making progress, they took the x-rays, now when you know that somebody’s got
osteoporosis, it doesnae take a lot to break a bone (mhm), so you’d think they would have
been a wee bit more careful (mm), in x-raying her, and then when she was on the morphine,
she could move, and as soon as they took her off the morphine, she couldn’t move. So, you'd
think that that would be an indicator and say, “Do another x-ray here” (mm) (O: she should
have been observed) but it was three weeks on when she got taken to a different hospital
(mm), they were like, “what’s going on here?”. Because the [hospital] had told them to get
her over there, the [hospital] had told her that she was independent as well, | mean she’s
incontinent, she’s, she canny walk (O: she’s not independent, there’s nothing independent
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about her) (laughs) there’s nothing independent about her (O: in the nicest way possible). But
anyway, sorry, sorry, we’ve digressed.

It’s fine (laughs). I just have a couple more questions. So, if you had a magic wand, what would
you like technology to do for you? If you could wish for anything.

If | could wish for anything? | think the obvious one would be that they can, make them better
(mm) (O: aye). Just make them better, make them more like they were 30, 40 years ago (mm).
Running about, doing their jiving and all the rest of it (mm), but apart from that, technology,
what would technology do? Probably something, | don’t know.

It’s a tough one.
It is a tough one.

It is actually, ‘cause you wonder what, when you there as a human being yourself, you wonder
what technology can do for these situations, ‘cause there is only so far technology can go for
these situations really,

Without making it personal, you know what | mean, technology’s great (mhm) and your sort
of wildest dreams, | mean if you say that there was a robot in the house and it was doing
everything (mm) that I’d do, so that | could-, but it would be nice for me to be able to do, erm,
what do they call it, what do they call it, instead of doing all the practical stuff (mhm), spend
quality time (mm), with my parents, take them out (mm), that sort of thing, give them a bit
of, a bit of life as well (mm). Erm...Yeah, but then | sort of think, well you're talking about
robots and technology doing everything, which is so impersonal (mm), for them.

Aye it’s not very personal-centred, it’s more for you if anything.

Yeah so at least when I'm out doing the shopping with my dad-, | mean | can-, we could do it
online and then technology would do that for us (mhm), but there’s a part that it’s the only
time to get my dad out away from my mum (mm). So, and it just lets him interact whether he
meets somebody when we’re out shopping and that sort of thing (mm), it just gives him a bit
of fresh air (mm), he never tells me what he wants ‘cause he doesnae know what he wants
(0: no), so he'll just say, “just you get me-, you ken what | like”.

It's part of the fun.

It’s stimulation that he’s thinking that he’s helpful and useful and he’s still got | suppose pride
as well.

Itis his pride, it’s-, in the couple of weeks when he’d hurt his back that he couldnae come with
me, erm, he did feel completely useless and he’s like-

Wehn you’re a man, you are like, the bread winner to a certain degree.

I mean he does, he pushes the trolley so there’s that personal side (mm) so if technology was
doing everything (mm) for them (mm), | mean where would they get their stimulation from
(yeah), and that sort of thing? But | would like to spend quality time but it's maybe not
technology, that’s where the care package comes in (yeah). Erm, and takes some of that away
so that | can say, on a Saturday so | can do, right, we have to go do the shopping, | need to do
the hoovering and your bed needs changing, blah, blah, blah. And doing that, | could be sort
of going, “hmm, why don’t we go to the [place], put you in the -, put mum in the wheelchair
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(O: aye), or just, or even just “let’s go out for a walk” (mm), and that sort of thing, but, but,
that would be, that would be lovely.

It would give you a better quality of life, for them and for you too (mhm), ken what | mean?
Erm. But technology

It’s a toughy.

It is a toughy!

My brains here too and | cannot think for love nor money. Definitely the sensor thing that you
said about the falls and stuff, that is definitely one | would have to say is (P: that would...) be
massively helpful. ‘Cause even working in the community, when | was a carer-

But even something that would, that would erm, even remind me, ‘cause it’s like sort of like,
some, if the microwave’s not been on (mhm), at a particular time (mhm) (O: then you ken),
then | ken he’s not made his soup (mhm), so | could phone him (mhm), and say, “dad, it’s time
for your soup (mhm), go and make your soup”, (mhm), erm...

Even like the bed sensor, so that you ken he’s up in the morning, like that lets you ken that
he’s up, he’s moving, he’s out his bed, ken what | mean? So then hopefully like daily activities
then start to-

Or even, something that the kettle, the ket-, now the kettle (O: aye that’s a definite one),
because the kettle (O: determines if-), determines if he’s had his breakfast, if he’s had his
lunch because their tea’s over there and I've found that since mum went in, I’'m going in later
on and the teapot is cold (stone cold), yeah. Erm, that sort of thing. Just something that would
(O: sensors) so that if I’'m not there, | still know...

So you have the reassurance.

The reassurance that’s right, the kettle’s not been on for the past three hours, it’s time that
(mm) | phone them or something (mm), just to remind them (mm) and make sure that they’ve
had (mm) that sort of thing. That would be quite good, ay? (O: mhm) Erm...

Could also get a kind of reminding thing for them, especially if grandad’s gonna be in the house
for a while by hisself, just to remind him to go have his soup, to have his breakfast. When it
gets to certain times ‘cause his wee mind will just be getting carried away with everything
that’s going on.

Well, there’s a couple of times that he thinks he’s had something (O: aye, that’s what | mean),

and he’s actually not.

So, if something goes off, then he can go, “right I've not had that today”, or, “l need to go and
get that, it’s that time of day, | better go and get my soup”.

Aye, see | did think about an alarm for them (mhm), but they wouldnae know what the alarm
was for (mm), you see what | mean?

Would have to be that actually tells them, like on a screen, like says like, right it's soup time,
or like (mm) roughly or even medication times so they open their medication (mhm). Ken what
I mean? Just like something like that, like a wee clock thing that tells you, like a reminder, that
tells them. And then that keeps them right as well, it's a wee bit more piece of mind for
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yourself and then if you go in that night and they’ve not taken their medication and they’ve
not had their soup, we can get our own. (laughs) Like that way |, it’s as simple as that.

‘cause they donae do it on purpose.

Nah but, but you ken what | mean, give ‘em a wee telling off (laughs). Get your soup. Have
your soup or else. Just saying, like that would be quite handy.

It would be that you could sort of keep track on them without being like cameras on them all
the time (O: aye), but-

It’s not a bad idea about us getting cameras.

But, aye. Sort of something that just reassures you that they have-, that they are doing what
they need to (yeah, yeah), erm, yeah.

And that keeps the routine, and the more routine that they’ve got, the better it is for dementia
and Alzheimer’s as well (mhm), ken what | mean, so...

And that’s why grandad at this stage is all over the place (O: aye), because his routine has
been turned upside down (yeah) and then when | go to work, back to work next week (mm),
his routines gonna be even more, because I’'m not gonna be there through the day (no), to
actually, erm, check on him and that sort of thing, so yeah, he’ll have to learn how to use the
phone so that | can phone him and say, “hiya”. But he does, he knows how to answer it now,
erm, he’s just not very good at pressing the numbers.

Is it, is it a mobile phone or a landline?

It's a landline (mm), and nah he’s had mobiles in the past and he doesnae know how to use
them (O: nah).

| remember showing him when he was like 70 odd, how to use a phone, and he didn’t even
ken then! He couldnae use it.

My mum, she’s got a mobile and she turns it off (O: aye, aye). So, she’ll phone you and she’ll
go, “phone me back”, and she turns her phone off, so you canny phone her back. But she’s,
again, she’s not used that for ages.

It's just another thing in the drawer.

See that’s the thing with technology, is we can sort of think of the things that would be useful,
but a lot the things wouldnae really be useful for dementia patients because they wouldnae
know how to use it (yeah). So, you’re trying to think of something...

That’s the extra challenge.

It is, it is. We know how to work it, but they don’t and they’re probably never gonna learn
(mm) these sort of things (yeah, yeah). Erm because they’re losing the ability to use
technology of any sort, | mean even the TV. Erm, you go and put the TV on for my dad and he
sits and watches the same station because he doesn’t know how to turn the TV over (mm).
And it doesn’t matter how many times | try to show him, it’s like, “you press this button”.
Erm...

But granny’s always been the wee governor. Always in control.
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She’s been the governor, aye (laughs).

Anything like that, my granny is taking charge, for years. So, the poor man’s never even had
the chance to learn (laughs), ken what | mean? Never, now, he’s never gonna learn now
(laughs). There’s no chance (laughs), not a chance.

The things you never think about.
Train your man when you can (laughs). That is the story. Yeah, it’s hard to do, very hard to do.

Okay, erm, so if you met someone else who’s combining working and caring for someone
who’s living with dementia, what sort of advice would you give them?

Give yourself a break.
Yeah. | would, | would, | would really-
Don't put too much pressure on yourself.

Donae put too much pressure on yourself, and just, know that you’re doing the best that you
can (mhm) for other people. | would also say, this is what you’re entitled to (laughs). | would
give them to sort of-

Guidelines?

Mhm. But also, probably if they were sort of just coming into it, | would be sort of giving them,
passing them on ideas on how to make things easier (mhm), for the parents (mhm). Erm, and
to remember that they’re human (mm)

Aye, even though the tables have turned, they’re still...
It’s-, they’re your parents (mhm), they’re still your mum and dad, and the...
Donae start seeing them as a burden ay.

Sort of, the emotional side is sort of, turned upside down (mm), because my parents, my
parents were great parents, erm, you could go and speak to them about anything (mm),
absolutely anything, they would support you, they would tell you when you were wrong like
but, but, it’s like now | donae have that? (mm). So that takes quite an emotional thing is that
you’re literally changing roles (mhm), that erm, and | miss being able to go and say to my mum
and dad, “oh god this happened”.

And they’ll ken what you’re on about.

They’ll understand, and they’ll remember it five minutes later (mm), erm, and to just know to
expect and | would also recommend to them a book that I've got upstairs.

| was gonna say that funnily enough.

And actually it’s a book that’s written by a woman that was a, she was a nurse | think, erm,
and she got dementia when she was-, and it’s all from her perspective (mhm), and | found it
really, really upsetting (O: aye), but at the same time because you’re hearing what her thought
process because it’s easy for us to say, “oh they’ve got dementia, they donae understand this
and donae understand that”, but it gives you a sort of insight into how they might be thinking
(mm), that’s what’s going on in their head but they canny actually articulate it (mm), it’s really
quite a poignant book and it’s taken me ages to read it and it’s not that big-
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Only ‘cause she’s not got the time to read it anyway (yeah).

But it does, it does hit but at the same time, that’s full of ideas (mm). Because the woman,
she actually started doing things for herself. She started putting post-it notes (mhm) on things.
Erm, so | even did this thing in my mum’s bedroom, and | put post-it notes really low on the
wall, erm, at the side of her bed and | put, ‘mum, if you can read this, press your button’
(laughs) It was just a (laughs).

It's right in what you're saying.

But it’s right because she would be down there, erm, and that’s what | put, this post-it note
and stuck it (I: that’s really clever), stuck it to the wall, and I'm like, “mum if you can read this,
press your button”. Erm, and it’s quite funny ‘cause she never-, she didnae, but (laughs)

| think it’s been used twice the whole time it’s been in there, if you’re lucky.
And it’s just, | don’t think | would sort of say, “this is what to expect”.
Everybody’s different.

Because everybody’s different (mm), but also, it’s quite frightening (mm) for the person
because, I've had, like | said, like colleagues at work and we’ve sat and had blithers about this
is what my parents-, and | was at the beginning of that (mhm), whereas they were sort of in
the middle, to the end (mhm), and they’re like, “oh this’ll happen, and that’ll happen”, and it
terrified me (O: aye). Erm, the sort of thing, and some of the things have happened and some
of the things havnae happened. Erm...

They’ve got different-, they’ve got completely different illnesses, every person is individual in
general, ken what | mean? So, everybody is literally gonna be different.

It's just a matter of patience (mhm) and-, but as | say, | would sort of advise them on the
practical things and say, “go to this website, this website’s a really good website to tell you
the-, what you’re entitled to” (mm), or, “these are things that I've discovered that it would
have been really nice to have known at the very beginning” (mm), so that you could work it
out. | would certainly be telling them about [carer organisation] (mhm), because | think they’re
invaluable, | really would.

| think these are actually underrated to be honest, and | wouldn’t have thought they’d even
[? 01:30:23] that youse are about either, ken what | mean?

That’s what I’'m saying.
That is a problem like, folk donae ken there is this support elsewhere (mhm), ken what | mean?

But you didnae have to go through social services, you didn’t have to sit on a waiting list (mm),
erm, sort of thing, that you can phone and have a wee chat if you, if you wanted to, they sort
of-, | would definitely tell them about [carer organisation], erm, if they were in a [carer
organisation] area, but | think [carer organisation]’s more or less everywhere now isn’t it?
Erm, and yeah, | would even tell them if they were waiting on care packages and things like
that, keep on at them (mm), because if you just sit back and do the things that, and wait for
them, you’re never gonna get anywhere. Never get, gonna get anywhere. So, these sort of
things, yeah.
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That’s really good advice, thank-you, thank-you. So, my final question really would be, what
are the wishes for yourself, what do you wish for your own future?

Happiness. | didnae know that | wish for anything to be honest for me. And for me...
This is your problem, when it comes to yourself.

Perhaps winning the lottery (O: aye) (laughs), apart from that, erm, there’s not really anything
that | wish for myself. | wish for other folk (mhm), like | wish for this one [points to O], | wish
for my parents, | even wish for my brother (laughs). That he would, like he would grow a heart
or something (aw), but (O: a pulse?) (laughs), but (O: for yourself though), for myself | would
really like to spend some time with my parents doing quality things, but if | could have
anything in this world, | would want to spend that time how they were (mm), years ago. How
they were years ago, just to have those conversations and sort of know they were there for
me (mm).

‘Cause you donae who to look for like support for anybody else, you donae look at from me
or [sister] when it comes to like, just the way you’re generally feeling, you would always go to
your mum and dad (mhm), ken what | mean? So not having them there, you probably feel like
you’re a bit stuck.

Well | mean, they saw me through two divorces (O: aye), bringing up a child by myself, all
these thing-, that emotional and practical help that they gave me, | can’t-, | sort of think (O:
where would you go) where would | have been (mm), erm, so yeah. So, | want to give them
that back (mm), and as | say, they gave me a good childhood, if they had been rotten parents
or-, | would maybe feel differently but.

| don’t think you would though because | ken what you’re like, | donae think you would
(laughs), you genuinely wouldnae like, even if they were rotten parents, | donae think you
would be any different, ken what | mean? Because you canny deal with that conscience or
guilt or anything.

That’s what | would actually say to anybody else, is you need to be a wee bit selfish (mm).
You need to be hard.

You have to have that wee bit of selfish that you can have, you can do things without feeling
guilty about them (mm), because that’s advice that | would give somebody else that | wished
| had (laughs) (mm). You know what | mean? (yeah). And they probably wouldnae because to
be honest with you, | donae think anybody takes on the carer role that doesnae feel the same
way like me. You donae do it out of duty, you donae do it, it's what’s in you (mhm) erm, and
that’s why | didnae sort of go down on my brother so much because it’s just not in him (mm).

It’s the way he deals with it too like (mhm).
It’s his way of coping | suppose so I’'m not gonna condemn him for it, but-
But there’s nae harm in asking for help either.

| just donae understand him! If you see what | mean (mhm), erm, I’'m not gonna condemn
him, but | don’t understand him (mm), because he had the exact same parents as | did. He
turned to them for help through his life as well, the same as anybody with sort of a close family
does. And we help each other. But for now, for him to just cut himself off so much.
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Since he got married really.

| donae, | donae understand it (mm). Erm, but | just sort of give him the benefit of the doubt,
that it’s his way of coping (mm), rather than being a total selfish ass (laughs) (O: aye), ken
what | mean? It’s like heartless and thing a bit. There has to be a wee bit of selfishness in your
persona because that’s the wee bit, mhm. And it has, it’s all and consumed me (mm), so-, and
| donae resent it, | donae feel I'm missing out on anything, erm-

Never once have | heard you like getting fed up at them (P: no), like I've done care in the
community and I've seen families and they’re like, “oh for Christ-“, about their parents and
it’s like, never once has she went, “nah”, ken what | mean? Like, you’ve never, it's never been
too much hassle, ken what | mean? (mhm) No matter how much else you’ve got going on, it’s
never been too much hassle, it’s never been a burden to you either, you’ve never made it
perceive like that (P: no), ken what | mean? And you’ve never perceived it like that either.

Well there’s times that in my head I’'m like, “oh for God’s sake” (mm), erm, but then | just get
on with it, just get on with it. And try and keep their life as much as possible how it used to be
(mhm) (O: aye) and keeping them, their house nice, keep them personally clean and tidy an
things like that, erm, | tell Grandad what was he wearing, that’s the thing, when you saw him.

He had his shirt and navy-blue trousers on.
‘cause | says to him last night, | says, “l want all these clothes for washing”.

| couldnae recognise him to be honest with you.
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And he’s like, he says, “there’s nowt wrong with them!”, and | says, “Dad, you’ve got stains on
your trousers”, | says, “you’ve spilt your soup down your jumper”, | says, “it’s there, there,
and there”, and | says, “so | want that jumper and | want that-, those trousers”, and | says,
“well actually, just when you get ready for your bed, put everything in the washing basket,

and he’s ‘no’”.

Even at that though, Grandad was always quite proud of the way he carried hisself as well,
ken what | mean? Like he would never have let that happen, with hisself, ken what | mean (P:
No. I mean) straight through to get him changed (laughs).

He went for a shave, and he took his tops off and left them in the living room. And he went

1”7

for a shave, and | was like, “yes!” (laughs). They were straight in the washing machine. And he

comes out and he goes, (laughs), when | change his bed | steal his pyjamas as well, and he’s
like, he’s like “you’re stealing my clothes again?”, but he doesnae realise he’s been wearing
them for a week! (O: aye). You know what | mean, and he’s sort of-, so I'll be having words
with him. Obviously, we get through that change.

They’re funny though, they are.

Thank-you so much for sharing your story with me.

You're welcome, you're welcome.

| think it’s actually been good for you too hen, personally.

Aye, aye, it’s, what’s the word, cathartic? Is it cathartic? | don’t know.

Donae ask me hen (laughs).
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P: | donae ken but there is a word for it.

l: | just have, very briefly, a couple more questions that are for the context of your story, so how
old are your parents?

P: My mum’s coming up for 81, my dad’ll be 82 this year.
l: 82, okay. How old are you yourself?
P: I'm 54.

I: 54 okay. And, erm, what would you, er, so what would you-, what’s your job description
basically, or your occupation?

P: I’m an executive officer, in the plans department in the civil service.

I: Executive officer. Okay. And the final question would be the highest level of education that
you have achieved?

P: | have an HND.
I: HND.
P: Which believe it or not, | only got about four or five years ago (laughs).

I: Well, congratulations!

P: Got my diploma.

I: Congrats. Well, that concludes the interview.
END

Postnote after member checking via email, Sept. 2019: “An update on the care is that we did get a
care package for mum and all was going well until 6 weeks later when she had another fall and
snapped her thigh bone in two. This resulted in a big operation to put a rod in her leg. Unfortunately,
she will now be in a wheelchair her mobility has been greatly reduced. She is currently in hospital
again awaiting another care plan. When she does get out we have been allowed to get a stair climber
to get her in and out of the house. This device attaches to her wheelchair and basically climbs the
stairs with the help of a trained user (me) with very little effort for me. It means we don’t need a
cumbersome ramp taking up all the garden. We also need to convert the bathroom to a wet room and
have been offered an 80% grant for this.”

26



