
eprints@whiterose.ac.uk
https://eprints.whiterose.ac.uk

Universities of Leeds, Sheffield and York

Deposited via The University of Sheffield.

White Rose Research Online URL for this paper:
https://eprints.whiterose.ac.uk/id/eprint/239396/

Version: Published Version

Article:

Spann, A., Spreeuwenberg, M., Hawley, M. et al. (2026) Dementia family carers’ needs 
and wants for technological solutions to their work–care reconciliation challenges: semi-
structured interviews. Wiener Medizinische Wochenschrift, 176 (3-4). pp. 76-90. ISSN: 
0043-5341 

https://doi.org/10.1007/s10354-026-01136-9

Reuse 

This article is distributed under the terms of the Creative Commons Attribution (CC BY) licence. This licence 
allows you to distribute, remix, tweak, and build upon the work, even commercially, as long as you credit the 
authors for the original work. More information and the full terms of the licence here: 
https://creativecommons.org/licenses/ 

Takedown 

If you consider content in White Rose Research Online to be in breach of UK law, please notify us by 
emailing eprints@whiterose.ac.uk including the URL of the record and the reason for the withdrawal request. 

mailto:eprints@whiterose.ac.uk
https://doi.org/10.1007/s10354-026-01136-9
https://eprints.whiterose.ac.uk/id/eprint/239396/
https://eprints.whiterose.ac.uk/


original article

Wien Med Wochenschr (2026) 176:76–90

https://doi.org/10.1007/s10354-026-01136-9

Dementia family carers’ needs andwants for technological
solutions to their work–care reconciliation challenges: semi-
structured interviews

Alice Spann · Marieke Spreeuwenberg · Mark Hawley · Luc de Witte

Received: 15 July 2025 / Accepted: 9 February 2026 / Published online: 27 February 2026

© The Author(s) 2026

Summary Most people with dementia who live in
the community are cared for by family, friends, or
neighbors. Many of these unpaid dementia carers
have to balance caring with paid work, which can
present them with several challenges. Technology can
offer potential solutions, independent of an already
strained social care system. This qualitative study
aimed to explore working dementia carers’ needs
and wants regarding technological solutions for their
work–care reconciliation challenges. We conducted
semi-structured interviews with 16 (10 women, 6 men)
working carers of community-dwelling people with
dementia in Scotland. Data were analyzed themati-
cally to identify key themes. Carers wanted solutions
for seven main issues: (a) care management; (b) at-
tending appointments; (c) entertainment and com-
panionship for the person with dementia; (d) dealing
with psychological and psychosocial stress; (e) safety
concerns; (f) accessing information, and (g) per-
sonal care. The technological solutions most carers
had experienced focused on care management, safety
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concerns, and access to information. Few if any carers
had experience with technologies for entertainment
and companionship for the person with dementia,
their own psychological and psychosocial well-being,
attending appointments, and personal care. Some
carers made suggestions for technologies they were
not aware already existed, highlighting the need for
effective signposting to technological solutions tai-
lored to their individual needs. Our findings are
relevant for healthcare professionals, organizations,
and employers seeking to support working carers.

Keywords Working carers · Technology · Challenges ·
Dementia · Interviews · Wants and needs

Bedürfnisse und Wünsche von pflegenden An-
und Zugehörigen von Demenzkranken
hinsichtlich technologischer Lösungen für ihre
Herausforderungen bei der Vereinbarkeit von
Beruf und Pflege: halbstrukturierte Interviews

Zusammenfassung Die meisten Menschen mit De-
menz, die in ihrer häuslichen Umgebung leben, wer-
den von Familienangehörigen, Freunden oder Nach-
barn gepflegt. Viele dieser pflegenden An- und Zu-
gehörigen müssen die Pflege mit ihrer Erwerbsarbeit
vereinbaren, was sie vor verschiedene Herausforde-
rungen stellen kann. Technologie kann potenzielle Lö-
sungen bieten, unabhängig von einem bereits über-
lasteten Sozialsystem. Diese qualitative Studie hatte
zum Ziel, die Bedürfnisse und Wünsche berufstäti-
ger pflegender An- und Zugehöriger von Menschen
mit Demenz hinsichtlich technologischer Lösungen
für ihre Herausforderungen bei der Vereinbarkeit von
Beruf und Pflege zu untersuchen. Wir führten halb-
strukturierte Interviews mit 16 (10 Frauen, 6 Männer)
berufstätigen pflegenden An- und Zugehörigen von
Menschen mit Demenz durch, die in Schottland in
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ihrer häuslichen Umgebung leben. Die Daten wur-
den thematisch analysiert, um Schlüsselthemen zu
identifizieren. Die pflegenden An- und Zugehörigen
wünschten sich Lösungen für sieben Hauptprobleme:
(a) Pflegemanagement, (b) Wahrnehmung von Termi-
nen, (c) Unterhaltung und Gesellschaft für Menschen
mit Demenz, (d) Umgang mit psychischem und psy-
chosozialem Stress, (e) Sicherheitsbedenken, (f) Zu-
gang zu Informationen und (g) Körperpflege. Die tech-
nologischen Lösungen, mit denen die meisten pfle-
genden An- und Zugehörigen Erfahrung hatten, ziel-
ten auf Pflegemanagement, Sicherheitsbedenken und
Zugang zu Informationen ab. Nur wenige pflegende
An- und Zugehörige hatten Erfahrung mit Technolo-
gien für Unterhaltung und Gesellschaft von Menschen
mit Demenz, ihr eigenes psychisches und psychoso-
ziales Wohlbefinden, die Wahrnehmung von Termi-
nen und Körperpflege. Einige pflegende An- und Zu-
gehörige schlugen Technologien vor, von denen sie
nicht wussten, dass sie bereits existierten, was die
Notwendigkeit einer effektiven Aufklärung über tech-
nologische Lösungen für ihre individuellen Bedürf-
nisse unterstreicht. Unsere Ergebnisse sind relevant
für Beschäftigte im Gesundheitswesen, Organisatio-
nen und Arbeitgeber, die berufstätige Pflegepersonen
unterstützen möchten.

Schlüsselwörter Berufstätige pflegende An- und
Zugehörige · Technologie · Herausforderungen ·
Demenz · Interviews · Wünsche und Bedürfnisse

Background

Dementia refers to degenerative brain processes that
are generally progressive and will affect 75 million
people worldwide by 2030. Symptoms include emo-
tional, psychological, cognitive, and behavioral issues
and can undermine independent living [64]. Most
people with dementia live in their communities sup-
ported by unpaid family carers, i.e., family, friends, or
neighbors [1, 48]. Roughly 4.9 million people in the
United Kingdom combine unpaid care with paid work,
which amounts to 1 in 7 people in paid work [20]. This
number increased during the Covid-19 pandemic [21,
45]. Carers in full-time work are most likely to care for
people with dementia [18]. Although precise figures
are unavailable, the Centers for Disease Control and
Prevention estimates that about half of unpaid de-
mentia carers in the United States balance caregiving
with paid work [22]. These numbers are likely to rise
due to the projected increases in dementia prevalence,
pressures on health and social care provision linked to
funding constraints and workforce shortages, and ris-
ing retirement ages [11, 12, 15, 23, 47–49, 59, 64, 65].

Care needs may include personal care, instrumen-
tal activities of daily living, social and emotional sup-
port, and safety monitoring, typically fluctuating and
intensifying as dementia progresses [26]. Because of
this complexity and unpredictability, caring for people

with dementia is often more demanding than caring
for someone with other conditions [38, 44], requiring
more care overall and emotional labor due to slow
decline, interpersonal conflict, and constant vigilance
for behavioral and psychological symptoms. Accord-
ingly, dementia carers experience higher stress, poorer
physical and mental health, and reduced quality of life
compared to other carers [19, 29, 34, 36, 40]. Nonethe-
less, caregiving can also provide meaning, reciprocity,
and a sense of purpose [9, 25, 28]. Paid work may
similarly offer achievement, social contacts, respite,
and financial security [8, 14, 54], yet balancing both
work and care can create significant challenges for
carers with adverse consequences for health, relation-
ships, and employment when support is insufficient
[52, 56–58, 62, 65].

In an under-resourced social care system [23, 59],
technology can offer carers urgently needed solutions
for their work–care reconciliation challenges. Here,
technology is defined as any electronic and/or digi-
tal device or application. While technologies for car-
ers [7, 50, 53, 60] and people with dementia [3, 4,
37, 66] are increasingly investigated, little attention
has yet been given to technology that can help carers
of people with dementia to better combine work and
care. A recent review identified 16 publications, aca-
demic and grey, addressing technological solutions for
working carers [51]—covering Web-based technolo-
gies, technologies for direct communication, moni-
toring technologies, and task-sharing tools—used by
carers to have peace of mind; manage their care net-
work; stay connected to their workplace when work-
ing from home; decrease the care demand; access
information; improve their mental health, resilience,
and relationship with the cared-for person; and save
time and money. However, none took a bottom-up
approach to explore which challenges working carers
themselves wanted technology to address. Given that
many carers are not aware of available technologies
and where they can procure them [17], UK signposting
platforms such as alzproducts.co.uk, liftedcare.com,
livingmadeeasy.org.uk, and meetadam.org represent
welcome developments. However, while most of these
sites enable carers to filter technologies for specific
needs, none of them yet include filters specific to the
challenges carers face when combining work and care
for people with dementia. To address this gap, this
paper explores which work–care reconciliation chal-
lenges working dementia carers want, need, and use
technological solutions for. It does not attempt to
catalogue available technologies beyond mentioning
those explicitly referenced by participants.

Methods

For this qualitative study, we conducted semi-struc-
tured interviews that allow researchers to gain a first-
hand understanding of people’s lived experiences and
views [5, 13]. We used Witzel’s [63] problem-centered
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approach, which employs a topic guide to prompt in-
terviewees’ narration on central issues, thus facilitat-
ing the in-depth exploration of the issues while ensur-
ing that essential themes are addressed. In addition,
a brief questionnaire was administered to capture in-
terviewees’ contextual demographic data.

The topic guide used deliberately broad questions
that invited carers to describe the most difficult as-
pects of combining work and care, how caring af-
fected their work, and how work affected their caring.
These questions were prioritized over directly asking
which technologies they already used or wanted to
use (although those issues were also discussed) as we
wanted to avoid carers’ responses to be restricted by
their current understanding and knowledge of tech-
nology (which, according to Carers UK, [17], is often
limited—not least by the rapid advances in technol-
ogy research and development). To that effect we also
asked carers what they would want technology to do
for them if there were no limitations. A pilot inter-
view confirmed the topic guide’s suitability. Interviews
were conducted in Scotland between March and July
2019 at a place most convenient for interviewees: nine
chose their home; five chose neutral places like pubs,
cafés, or meeting rooms; and one requested a phone
interview. Interviews lasted between 35 and 120 min
(mean: 90 min). All interviews were audio-recorded
and observational notes were taken during and after.

Ethical approval

Full ethical approval was granted by the ScHARR Re-
search Ethics Committee at the University of Sheffield
(Reference 022994). All participants were fully in-
formed about the study, including their right to with-
draw at any point without consequence, and gave
their explicit consent before the interview started.
Confidentiality was ensured throughout the study and
data were stored securely. All participants received
a pseudonym to ensure their anonymity.

Participants

We used a purposive sampling strategy [5] to ensure
a high level of generalizability regarding age, gender,
and participants’ levels of autonomy at work (defined
as control over workhours, workplace, and break-
times) that we reasoned would impact their ability to
manage care-related issues and use technology when
working. Carers were eligible if they (a) were in paid
work for at least 20 h/week and (b) provided care for
a person with dementia for at least 5 h/week. They
also (c) had to have been working carers for at least
6 months, and (d) care for a person with dementia
living outside of residential care settings in Scotland.

Recruitment

We used a multipronged recruitment approach. Carer
organizations, the chamber of commerce, trade
unions, the researchers’ professional network, and
a random selection of businesses operating in Scot-
land were asked to distribute our recruitment flyers
among their employees, clients, and contacts and to
post an advertisement for the study on their social
media channels. Flyers were also pinned to several
community notice boards, handed out at dementia
support groups, and placed at dementia day-care
centers. Carers were invited to contact the research
team if they fit the eligibility criteria and wanted to
be involved. One carer organization forwarded the
contact details of interested clients with their consent,
who were then contacted by the research team. We
also asked participants to forward our recruitment
flyer to other carers they knew who fit the inclusion
criteria.

Analysis

Interviews were transcribed and read multiple times
to ensure familiarity with the texts. The data were
analyzed using the thematic analysis approach de-
scribed by Braun and Clarke [10]. We used an induc-
tive, iterative, descriptive process to identify themes.
The research aims were used to guide the analy-
sis and to discover relevant themes. We first coded
the initial five transcripts using NVivo 12 software.
Codes were then revised and used to code the re-
maining transcripts. Codes were added and revised
throughout the process and ultimately combined into
clusters of meaning to form the themes presented
hereafter. Emerging themes were discussed within
the research team and other work–care scholars. Ap-
pendix Table A1 provides an overview of the themes,
subthemes, and sample quotes. Each interviewee
was then sent a short summary of their interview,
using the themes that emerged from our analysis.
Interviewees were asked to confirm whether this in-
terpretation was true to their experience and views,
and whether they wanted anything added, clarified,
or amended. Six interviewees (37.5%) responded. Any
clarifications or additional information they provided
was included in the ongoing analysis.

Findings

In total, 16 working carers were interviewed (ten
women, six men), aged 27–70 years (mean: 50.6).
Seven carers were employed full time, six were self-
employed, one was partially retired, and two were
small business owners in addition to having full-time
employment. Reported care hours ranged from 5 to,
in one case, more than 75 h per week. Many car-
ers found it difficult to estimate weekly care hours,
since much of their caring was unplanned and not
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always recognized as care (e.g., shopping or home
maintenance). The carers supported 17 people with
dementia: 13 were parents (including one carer sup-
porting both parents), one a parent-in-law, one an
uncle, and two a spouse. Three carers had experi-
enced major changes shortly before the interview:
two had reduced from full-time work to fewer than
20 h/week as self-employed carers, and one had be-
gun transitioning into retirement following the death
of the person with dementia. In line with the study’s
eligibility criteria, only carers’ circumstances prior to
these changes were included in the analysis. Table 1
summarizes participants’ characteristics.

Our analysis produced seven themes representing
challenges carers wanted solutions for. It is impor-
tant to note that, due to the nature of our research
focus, technological solutions might not be immedi-
ately evident for some of the challenges identified.
These challenges were (a) care management; (b) at-
tending appointments; (c) entertainment and com-
panionship; (d) psychological and psychosocial stress;
(e) safety concerns; (f) accessing information, and
(g) personal care. The order in which these chal-
lenges are presented does not constitute any priori-
tization. Not every carer1 described experiencing ev-
ery challenge, but all of them reported experiencing
or having experienced more than one. Many carers
we interviewed did not experience their work–care
reconciliation efforts as static due to fluctuating care
needs and changing circumstances at work (e.g., get-
ting a new line manager, business trips, meeting dead-
lines). Accordingly, the challenges they experienced
could change and with them their priorities for sup-
port. Appendix Table A1 provides an overview of the
identified work–care reconciliation challenges carers
wanted solutions for, along with sample quotes. Ad-
ditional quotes can be found in Appendix B to add
authenticity and create an emotional connection to
carers’ lived experience. The following text signposts
to these quotes via (QNO).

Care management

Coordinating the care network

Care networks included unpaid (i.e., family members,
friends, neighbors) and sometimes paid (i.e., live-in
care workers, personal assistants, and assisted living
facility manager) members. Carers needed to coor-
dinate responsibilities with their care network and
exchange information about the condition, habits,
mood, or upcoming appointments of people with

1 Any quantifiers or semi-quantifiers (e.g., some, many, all, few)
used in the following presentation of the findings when referring
to participants’ statements only relate to the study sample. These
(semi-)quantifiers serve to accentuate patters in the data (i.e.,
regularities, peculiarities, etc.). No conclusions can be made as
to the prevalence of any of the described challenges beyond this
study’s population. See Neale et al. [43] for a discussion on the
legitimacy and use of (semi-)quantifiers in qualitative research.

Table 1 Participant characteristics

Carer Women
(N= 10)

Men
(N= 6)

Total n
(N= 16)

< 40 1 3 4

40–60 7 1 8

Age

> 60 2 2 4

Employed 6 3 9

Self-employed 2 2 4

Employed and self-em-
ployed

1 1 2

Employment
status

Partially retired, employed 1 0 1

< 35 1 1 2

35–40 7 2 9

Weekly work
hours

> 40 2 3 5

0.5–2 3 2 5

3–6 2 3 5

Duration of
care (years)

> 6 5 1 6

< 10 2 2 4

10–20 4 1 5

21–40 3 2 5

Weekly care
hours

> 40 1 1 2

People with dementia Total n
(N= 17)

Parent – – 13

Parent-in-law – – 1

Other parental generation – – 1

Relationship to
carer

(Ex-)Spouse – – 2

< 70 – – 4

70–80 – – 3

Age (years)

> 80 – – 10

Alzheimer’s – – 5

Vascular – – 3

Fronto-temporal – – 2

No official diagnosis – – 1

Dementia
diagnosis

N/A – – 6

Moderate – – 5

Moderate–severe – – 4

Dementia
stage (CDR) a

Severe – – 8

aCDR Clinical Dementia Rating Scale, staging based on participants’ descrip-
tions [55]

dementia. Some arrangements with care network
members were stable and reliable, requiring little
managerial effort. Other carers had to rely on family
members who had considerable care needs them-
selves or manage their care arrangement on a day-
by-day basis, which could cost a lot of time and ef-
fort and lead to work disruptions. Carers used their
phone to text, call, or email their network. Many car-
ers appreciated instant messenger apps for allowing
them to communicate with their whole network at
once; exchange documents, images, and videos; and
store records of their exchanges. Some carers wanted
reassurance that a member of their care network had
been to check in with the person with dementia to
make sure they were alright (see also safety concerns).
However, one carer found that some network mem-
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bers did not want or know how to use even user-
friendly technology such as texting and wondered
whether there was yet simpler technology that could
notify them if someone had visited to check on the
person with dementia.

Coordinating care providers

Some carers felt that the care provided by services
was sometimes inadequate and that their instructions
were not followed. Maggie, who works from home,
described her frustration over having to interrupt her
work to help her mother’s home care workers (Q1).
Registering their complaints (e.g., via phone or email)
and continuously having to explain what they wanted
care workers to do could be time-intensive and cause
conflict. Theresa wanted remote access to an online
version of care workers’ logbook reports, which they
needed to complete after each care visit, and which
were kept in hardcopy form in the home of the person
with dementia (Q2). Max, who used his lunch break
to head home and help his mother eat her lunch, was
frustrated that he had no way of knowing when care
workers would arrive, making him wait for them to
finish their tasks before he could help his mother and
get back to work. He suggested that technology could
inform him when exactly care workers would arrive
so he could make his arrangements accordingly. Car-
ers who privately hired care workers suddenly found
themselves as employers with all the associated re-
sponsibilities. This required substantial administra-
tive effort and could be overwhelming for carers with
no experience managing employees (Q3).

Attending appointments

Attending medical and similar appointments

Conflicting work hours of health- and social care pro-
fessionals (HCPs) were challenging. Medical or similar
appointments made well in advance presented rela-
tively few problems, as carers could either arrange for
time off work or for their care network to accompany
the person with dementia. Some appointments, how-
ever, could be very short notice. To attend, many car-
ers depended on the goodwill of their line managers or
on colleagues taking over for them. Sometimes work
had to be prioritized, e.g., when they had important
meetings (Q4). Attendance on short notice was also
not possible when the distance to the carer’s work-
place was too great.

Attending business meetings

Many carers used videoconferencing software for
business meetings when working remotely. The chat
functions were particularly appreciated, as they al-
lowed carers to unobtrusively communicate if they
needed to leave for care-related reasons.

Arranging medical or similar appointments

Arranging appointments with HCPs was challenging
for carers, as the conflicting hours meant they needed
to find time to do this while at work. Emails were
thus preferred over phone calls, as they were easier to
accommodate (Q5).

Entertainment and companionship

Providing entertainment and companionship

The continuous cognitive decline and social with-
drawal of people with dementia were big concerns
for carers. Many, particularly carers who worked and
cared simultaneously, felt guilty for not being able to
keep the person with dementia more company (see
also psychological and psychosocial stress). One carer
felt that entertainment like TV or radio was not stimu-
lating enough, while also musing that the person with
dementia could find it difficult to learn using new
technology. Another remembered the positive effect
a small dog had had on his wife in terms of providing
companionship and wondered whether technology
could have a similar effect.

Enabling active participation in society

Some carers wanted the person with dementia to
actively participate in society. Carers suggested
a website that could collate information on dementia-
friendly events in the neighborhood, alongside self-
driving cars people with dementia could use to get
around.

Enabling people with dementia to communicate

Dementia massively impacted some peoples’ ability to
communicate. Some could no longer give coherent re-
sponses, while others appeared to have lost the ability
to speak altogether. Their carers expressed a desire for
technology that could facilitate communication (Q6).

Psychological and psychosocial stress

Carers reported having to deal with complicated emo-
tions. A prominent emotion was guilt, e.g., for having
to prioritize work over caring and, vice versa, for not
being able to give their family as much attention as
needed, or for considering moving the person with
dementia to a care home as they felt they could no
longer cope. While some carers managed to find posi-
tive aspects to their situation, others felt overwhelmed
or alone. Some reported having conflicts with sib-
lings who refused to become more involved with car-
ing for their parents. Almost all talked about having
to make personal sacrifices they sometimes felt sad
or resentful about. Relationships with romantic part-
ners, friends, and family often suffered and some car-
ers felt abandoned or not understood by their social
network. Role reversal and dementia-related person-
ality changes were often difficult to accept, as was get-
ting to terms with slowly losing their loved one. De-
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mentia could sometimes exacerbate already difficult
relationships between the carer and the person with
dementia. Refusal of help (in the form of, e.g., home
care services, day-care-centers, technology) could be
a great source of conflict and frustration. Emotional
labor and constantly being ready to spring into action
were very exhausting for carers, with many already
experiencing adverse health effects caused by exhaus-
tion. Accordingly, some carers made a conscious effort
to find time for their own health and well-being, e.g.,
through sports, going on walks, or counselling. Carers
did not typically consider technology as a solution for
dealing with these emotions and finding emotional
and social support. One younger carer used social
media to vent and explore the humorous side of car-
ing, and to reconnect with friends who had limited
understanding of their situation. Several carers noted
that there were support groups organized by demen-
tia or carer organizations, but they either conflicted
with their work, they did not find the time or energy
to attend, or they worried that they did not have much
in common with the target audience.

Safety concerns

All interviewed carers expressed concern for the safety
of the person with dementia (Q7). If their work al-
lowed it, many carers used their phone to check in
with their care network or the person with demen-
tia—if they did not have difficulties using a phone due
to impaired dexterity, hearing, or remembering how
to use it. Frequent calls by carers could put a strain
on the relationship with the person with dementia, as
they could feel patronized by the carer’s attempts to
check on them (Q8).

Managing accidents and emergencies

All interviewed carers worried about potential acci-
dents like falls or other emergencies in the home.
One carer used a system of interconnected sensors to
monitor the movement of the person with dementia.
Unusual activity could trigger an alert and be moni-
tored via an app or online portal. Despite generally
viewing this system positively, the carer noted issues
with the interpretation of the transmitted data, par-
ticularly if there was more than one person at home.
Ian, who worked from home and was a carer simul-
taneously, suggested a traditional baby phone to hear
when his mum needed assistance but did not get one
for fear of disturbing her. Cameras were mentioned
by many carers, although few had experience using
them. Those who did, found cameras with two-way
audio transmission, controlled via an app, very use-
ful as it took them mere seconds to check and have
peace of mind. Others thought cameras would be
too invasive. Many people with dementia were is-
sued community alarm systems by the council, i.e.,
small wearable panic buttons connected to an emer-
gency response call center via a home base. While

some carers were grateful for the technology giving
them peace of mind, many others pointed out that
people with dementia might not use or forget to use
it when needed. Other issues raised included the lim-
ited range of the devices, the disembodied voice com-
ing from the home base potentially frightening peo-
ple with dementia, and the time between setting off
the alarm and help arriving. Fall alarms were highly
appreciated, as they sent an automatic alarm to the
call center when detecting a fall. There were, how-
ever, concerns about people with dementia forget-
ting to wear them, their reliability, and their limited
range. One carer suggested an integrated communi-
cation function that would make the home base obso-
lete and increase the range. One person with demen-
tia had been issued a bed occupancy alarm from the
council, which would alert the call center if they were
out of bed for too long. However, the device produced
frequent false alarms, causing the carer many work
disruptions and a lot of frustration trying to get the
device fixed and diminishing the trust that it would
work properly when needed. Furthermore, the carer
described the traumatic experience of the person with
dementia being woken in the middle of the night by
the rescue workers dispatched by the call center (Q9).

Reminding

Carers wanted solutions for reminding people with
dementia of certain tasks like taking their medication,
imminent appointments, and eating and drinking reg-
ularly (some also need instructions on how to pre-
pare their food). They also wanted confirmation when
such tasks had been completed. One carer found they
needed to see what the person with dementia was do-
ing when reminding them to take their medication so
they would not take the wrong pills by accident. Re-
garding automated pill dispensers or recorded mes-
sages, carers cautioned that the person with demen-
tia might not hear the notification or hear it but not
know what to do about it and get distressed. It was
also remarked that pharmacies might refuse to refill
automatic dispensers. Carers who worried about peo-
ple with dementia becoming dehydrated or malnour-
ished wanted technology that could monitor their nu-
tritional and hydration levels. Carers who needed peo-
ple with dementia to attend appointments on their
own wanted solutions to remind them where they
needed to be and what they needed to do to get there.
Another concern was people with dementia causing
fires or floods if they forgot to switch off cookers or
faucets.

Managing disorientation

Carers worried about people with dementia becom-
ing disorientated and distressed. Some carers found
dementia clocks or talking watches helpful. One
carer of a person with severe dementia found that
video phoning helped soothe them when they were
very distressed. A common concern was people with
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dementia being at risk of getting lost when out for
a walk. One person with dementia regularly forgot to
pay when shopping, causing their carer to have to dis-
rupt work to sort out the issue with law enforcement.
Mobile phones were not a viable solution for people
with dementia who did not know how to operate them
or forget to bring them along. One carer mentioned
a door alarm that would send a notification when
the person with dementia leaves home but ended
up not using it for fear of frightening them. Many
carers suggested GPS tracking devices, but none had
any experience with these devices. Some thought the
person with dementia might forget to bring the device
along. One carer was seemingly so concerned that
they half-jokingly suggested implanting their father
with a trackable chip.

Preventing crime

Carers were concerned about how vulnerable people
with dementia were on their own. They specifically
mentioned worrying about scammers. Several carers
had power of attorney and managed the finances of
people with dementia. One carer was so worried that
they installed a security camera outside their mother’s
home and suggested a doorbell with facial recognition
to prevent their mother from admitting strangers.

Accessing information

Finding information

Several carers reported not knowing what support was
available and where to turn to for help. Many had not
received any information or guidance on dementia,
what to expect when caring for a person with demen-
tia, or on caring in general. Others had received in-
formation but at a time when they were ill-equipped
to understand and process it, found that the informa-
tion did not fit their needs, or were too exhausted
to work through all the information (Q10). Carers
wanted easily understandable information about the
availability and accessibility of benefits, entitlements,
and services including care providers, specialist ther-
apists, day-care-centers, lunch clubs, and technology.
Carers expressed wanting practical advice from some-
one in a similar situation or with experience caring for
people with dementia. This could include advice on
talking about care-related issues at work, which many
found difficult, but which could be essential for ac-
cessing support. Carer or dementia organizations or
peer groups provided valuable information and guid-
ance but were often difficult to access because their
hours conflicted with carers’ work schedules (Q11)
and some carers described only learning about them
by accident. Carers who used the Internet to look for
information sometimes found this overwhelming, as
they often did not know what to look for. One carer got
information from a social media channel on demen-
tia care and used the comments section to get advice

from peers but found that the content was only mildly
relevant, as it was from a different country.

Fighting for information

For many carers, dealing with the council or orga-
nizations involved in aspects of care for people with
dementia was cumbersome, bureaucratic, and time-
consuming. One frustration was the perceived frag-
mentation of services. Maggie, for example, described
how local councils prescribe a telecare product, tech-
nology suppliers provide it, and contractors install and
maintain it—with little to no communication between
them. This required her to hunt down those respon-
sible for providing a specific aspect of a service, keep
calling for updates, and repeat her concerns whenever
she was forwarded to someone else. She suggested
these organizations could use software to coordinate
and work on cases together. Some carers found it very
difficult to get the information they needed. While
some carers were inclined to excuse councils for being
understaffed and overworked, others felt that councils
themselves did not know what support was available
or how it worked and that obstacles were deliberately
put in their path to prevent them from accessing ben-
efits or other forms of support. One carer suggested
using a voice recorder app to have a record of the
conversations with the council in case they were chal-
lenged about what had been agreed.

Exchanging information with HCPs

Sometimes people with dementia were able to and
preferred to attend appointments with HCPs on their
own, in which case carers might worry that they would
not get all the relevant new information if they did
not attend themselves. Exchanging information with
HCPs could be especially challenging due to conflict-
ing work hours. Carers thus suggested a secure online
platform where everybody involved in the care of the
person with dementia could store and share relevant
data such as test results, prescriptions, and care plans.

Personal care

Many carers provided intense personal care, even
if they received help from care services. However,
this was only relevant to work–care reconciliation for
those who worked and cared at the same place or
who worked close enough to care during their lunch
breaks. Most personal care (i.e., preparing meals
and helping people with dementia to eat, drink, and
take their medication; helping them with grooming,
etc.) could be planned and arranged around work.
Toileting presented a bigger challenge, particularly if
people with dementia had incontinence or severely
limited mobility, as this could not be planned, took
a long time, and was often very uncomfortable for
carers. One carer thought about how personal care
might be more automated in the future, for example,
by robots, but also expressed trepidations regarding
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artificial intelligence (AI) and robots and believed that
the person with dementia would prefer the human
touch (Q12).

Discussion

In this study, we explored which work–care recon-
ciliation challenges working dementia carers needed,
wanted, and used technological solutions for. Com-
bining work and care is a dynamic process shaped by
fluctuating care needs and changing work demands
[26, 38, 44, 52]. The strategies carers use to manage
both roles vary according to resources and preferences
[52], and it is therefore unsurprising that they reported
a wide range of challenges. Carers sought technolog-
ical support for: (a) care management, (b) attending
appointments, (c) entertainment and companionship
for the person with dementia, (d) psychological and
psychosocial stress, (e) safety concerns, (f) accessing
information, and (g) personal care. To preface this
discussion, it should be highlighted that while tech-
nologies can have a transformative effect on the lives
of those who need them, carers and people with de-
mentia alike, they must not be seen as a substitute for
sustained investment in health and social care sys-
tems [24].

Carers had most experience with technology in re-
lation to safety, whereas few had considered techno-
logical support for psychological stress. The interview
discussions prompted reflection and creative think-
ing about potential technological solutions across
age groups, echoing previous research [2, 16, 17, 30].
Some needs lend themselves more readily to tech-
nological support (e.g., online information or social
media peer support), while others, such as compan-
ionship or interactions with authorities, are less easily
addressed. The technological solutions carers (or, in-
deed, anyone aiming to support carers via technology)
envisage seem to depend greatly on their awareness
of existing tools, and this is likely further complicated
by rapid technological change and innovation. This
article therefore provides a comprehensive account
of carers’ needs to support healthcare professionals,
researchers, developers, and practitioners in identify-
ing or inferring existing or emerging technologies that
may assist in work–care reconciliation. It does not
attempt to catalogue available technologies beyond
those explicitly mentioned by participants.

Managing the care network was a major chal-
lenge. Carers sought tools to coordinate communi-
cation, share information, and receive reassurance
that agreed care had been delivered. Such solutions
(e.g., messaging platforms, shared care records, alerts
confirming home visits) depend on the consent and
participation of care network members, as well as
on care providers procuring software, adapting work-
flows, training staff, and ensuring data protection
compliance. These requirements may be difficult to
meet in the current context of social care funding and

workforce pressures [15, 59]. Customizable software
to support privately organized care was also needed.
Secure online platforms were seen as helpful for car-
ers unable to attend appointments, but access again
depends on implementation by healthcare providers.
Although Covid-19 accelerated remote consultations
[31], carers’ participation during work hours and the
ability of people with dementia to attend alone require
further consideration.

Entertainment and stimulation for people with de-
mentia were a source of concern and guilt for many
carers, who worried about the effect of the lack of ad-
equate stimulation and companionship on the pro-
gression of symptoms in people with dementia and
on their quality of life. Few had considered techno-
logical options beyond TV or radio, which were seen
as too passive. However, what people with demen-
tia find engaging varies with their personality, abili-
ties, and preferences, which may require carers to re-
consider their own assumptions about how their time
should be spent and to respect different choices. Suit-
able technologies thus must account for the individ-
ual abilities, preferences, and technology familiarity of
people with dementia [37]. Studies indicate potential
benefits of tablet-based games [27] and reminiscence
apps [41], provided people with dementia can use
them independently. Companion robots show prom-
ise but raise issues of safety, cost, and acceptability
[32, 42, 46]. Similar concerns apply to future tech-
nologies such as autonomous vehicles. Communica-
tion support technologies must also consider the var-
ied nature of language impairments [61], and carers’
desire for such tools may reflect grief over relational
loss rather than communication alone. Accordingly,
carers might benefit more from help with accepting
and coping with this loss rather than complex tech-
nologies.

Safety was an almost universal concern, and the
area in which carers most commonly used or wanted
technology. They sought systems that detect risk
and trigger rapid responses, with flexibility regard-
ing the type of monitoring, who is alerted, and the
balance between safety, privacy, and independence.
Technologies should be matched to specific risks (e.g.,
crime, accident, and emergency prevention/response,
reminding, disorientation), be responsive to the abil-
ities and preferences of people with dementia (i.e.,
technology requiring active use or prompting to ac-
tion vs. passive monitoring technology), provide an
adequate range so as not to inadvertently lock people
with dementia into a “safe zone,” and present infor-
mation in easily accessible ways. Technologies aiming
to remind or alert people with dementia should also
have additional haptic, audio, and/or visual accessi-
bility features. An important issue with technologies
that need to be carried or worn by the person with
dementia is the potential that they may forget to do
so. Devices requiring active use may become un-
suitable as dementia progresses [37]. Several carers
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reported problems with default provision of commu-
nity alarm systems that were poorly suited to their
needs and with fragmented service coordination. For
many carers, their need for safety conflicted with the
need for privacy and independence of people with de-
mentia. There is, however, some evidence to suggest
that technology might improve the independence of
people with dementia by increasing their confidence
and sense of safety—future research should seek to
expand on these findings using more robust methods,
including larger sample sizes [39].

For the management of psychological and psy-
chosocial stress and information needs, online re-
sources offer valuable support. Only one carer con-
sidered using social media for emotional support,
although online peer networks can provide flexible
practical and emotional assistance. Psychoeduca-
tional programs can improve resilience and reduce
stress [6, 33, 35] and should address challenges spe-
cific to working carers such as how to talk to line
managers and co-workers about their caring respon-
sibilities and how to be assertive when it comes to
negotiating autonomy at work—with user involve-
ment in design. Information must be accessible, reli-
able, up to date, centralized, and certified by trusted
sources. System-level digital solutions may also help
address fragmented service delivery, although carers
have little influence over their implementation.

Personal care needs were generally manageable
around work, except toileting and incontinence,
which were described as particularly difficult for
carers providing care during working hours. Fur-
ther development in this area is required, and care
robots were regarded as unsuitable where personal
interaction was preferred.

Strengths and limitations

To the best of our knowledge, this is the first study to
examine which work–care reconciliation challenges
dementia carers want, need, or use technological so-
lutions for. In the context of growing pressure on
working carers, our findings offer insight into how
technology may help them address some challenges
and partially compensate for gaps in publicly funded
support. A strength of this study is our purposive sam-
pling strategy, which included carers across a wide
range of ages, genders, and employment situations.
Including carers in their twenties and thirties allowed
us to capture the perspectives of a generation for
whom digital technologies are a familiar problem-
solving resource. Representing diverse employment
contexts also contributes to a fuller picture of the
challenges carers face and the technologies they may
value. However, despite sustained efforts, we were un-
able to recruit carers in insecure or gig-economy work;
future research should explore whether their experi-
ences align with our findings. Although we reached
data saturation regarding carers’ challenges and tech-

nological needs, and discussed our analysis with other
work–care scholars, further engagement with key in-
formants such as carer support organizations could
strengthen the credibility of our interpretation.

Future research would benefit from a longitudinal
design to examine how carers’ reconciliation strate-
gies evolve over time, how challenges shift across the
care trajectory, and whether priorities for techno-
logical support change. Ideally, interviews would be
conducted at key transition points (e.g., when carers
first assume the role, after major health changes for
the person with dementia, or following significant
changes in employment or care arrangements).

Finally, our findings reflect the context of carers of
people with dementia living in Scotland and may not
be transferable to other settings.

Implications for practice

Our findings can support those working with car-
ers (including employers, support organizations, and
healthcare professionals) to better understand work-
ing dementia carers’ needs in relation to technological
solutions. Many carers do not initially consider tech-
nology when seeking help, even where promising
options exist. Carers should therefore be encour-
aged to reflect on their work–care challenges and,
where other resources are unavailable, be supported
in identifying potentially useful technologies. At the
same time, technology is not a universal solution, and
people with dementia may be unable to use some
technologies depending on the progression of their
condition. Decisions about technological support
should therefore consider both carers’ needs and the
implications for the person with dementia.

Several challenges identified in this study would
require other stakeholders (such as local authori-
ties, care providers, and healthcare professionals) to
change practices and implement supporting tech-
nologies, for example, to reduce fragmentation be-
tween services. Although this may require initial
investment and adaptation, organizations may ul-
timately benefit from more streamlined workflows
and communication with carers. Further research is
needed to identify existing technologies that could
address the challenges described here. To be gen-
uinely empowering, efforts should aim to support the
full range of challenges working dementia carers face,
recognizing that many will experience multiple chal-
lenges across their working and caring trajectories.

Conclusion

Dementia carers face many challenges when combin-
ing paid work and unpaid care. Technology can offer
solutions independent of a strained social care sys-
tem or of any authorities, thus empowering carers to
help themselves. These technologies must be used in
a complex context where their impact on people with
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dementia, on the carers’ work environment, and on
everyone involved in the care of people with demen-
tia (i.e., the care network, care services, healthcare
providers, local authorities, etc.) must be considered.
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Table A.1 Sample quotes for themes and subthemes

Theme Subtheme Description Sample quotes

WDCs need to coordinate
responsibilities with their
care network

“Do you know what makes the difference? WhatsApp. WhatsApp, because that’s literally
a group [. . . ] and I will put into that, [. . . ] ‘Somebody needs to stop by your gran’s’ or ‘I’ve
had to go to [work], can one of you pick up with her,’ and that’s generally it.” [Sue]

WDCs need to exchange
care-related information with
their care network

“I just use it [WhatsApp] simply just to, to share, share important notes or it can be anything
such as ‘Shall I get some potatoes on the way’ if I’m up here, to communication that relates
to an appointment to the doctors.” (Gavin)

Coordinating
the care net-
work

WDCs need reassurance that
someone has checked on the
PwD

“I always want those [members of the care network] like ‘Guys, talk to me, talk to me,’ [. . . ]
So yeah, a lot of the time you just haven’t got a clue what’s going on.” (Ian)

WDCs need to set up and
coordinate care services

“The guy who runs the team, I’m in contact with him so frequently, phoning in, emailing him,
[. . . ] ‘Can you, erm, can you not do this, can you please do that . . . ’.” (Maggie)

WDCs need to know when
care providers arrive at the
PwD’s residence so that they
can manage work around it

“We’ve no idea when they’re [care workers] 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. [. . . ] 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 [mum] her lunch and then you
end up waiting for ages and then you have stuff to go back at work.” (Max)

Care manage-
ment

Coordinating
care providers

WDCs who privately hire care
workers need to manage
their responsibilities as
employers

“For everything I do there has been an initial time which is gathering the information, under-
standing what I might need to do, I need to communicate with, particularly in the original set
up of the care plan, because I wrote both the job descriptions for the carers, submitted the
plan which had to be approved for by the local authority in order that I could make use of the
budget that was provided to me.” (Gavin)

Attending med-
ical and similar
appointments

WDCs need to attend appoint-
ments with HCPs, which is
challenging due to conflicting
hours

“I’ve had social workers like going ‘Oh yeah we’ll do it before you go to work!’ and you
go ‘Well, I leave at 7 o’clock’ and they go ‘Ok wish I’d never said that now!’ So, it tends to
be that for those kinds of meetings, the flexibility has to come from my side. [. . . ] It’s the
same with doctors’ surgeries. You know, they must know that a huge part of the population
works.” (Hannah)
“The hospital appointments are not so bad because they’re quite far in advance but things
like the district nurses, they just turn up on your doorstep and expect you to be there.” (Rose)

Attending busi-
ness meetings

WDCs working from home
sometimes need to attend
business meetings

“Where I think it’s harder is when you’ve got meetings set up with your team, and you’re
the person that’s supposed to be going to, I don’t know, some big governance meeting of
umpteen people. Where you’re either gonna have to find somebody else to represent the
team or you know. You can’t really say to somebody who’s organized something bank-wide,
say ‘Look, can you move this cos I need to go and take my mum to the doctor’.” (Hannah)

Attending
appointments

Arranging med-
ical or similar
appointments

WDCs need to arrange ap-
pointments with HCPs, which
is challenging due to conflict-
ing hours

“I would like to have access to the GP and the carers through technology. I don’t even have
email access to them, so that would be really useful, you know. That’s quite basic technol-
ogy, but at the moment that all has to be done by phone and for me, actually, email’s easier
than phone, especially when you’re working. You can just bang out a quick email rather than
having to go and do the whole phone call palaver.” (Theresa)
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Table A.1 (Continued)

Theme Subtheme Description Sample quotes

WDCs want to minimize
PwDs’ cognitive decline and
social withdrawal

“Sometimes I think that while there is no denying the progress of her disease and the reality
of it, sometimes I think that if she could be more stimulated, she wouldn’t have deteriorated
so quickly”. (Maggie)

Providing enter-
tainment and
companionship

WDCs want PwD to have
more company when they
need to work

“I would see her walking past the studio door towards her bedroom and I’d say to her, ‘Oh
are you away to bed mum?’ and she’d just look at me and she’d say, ‘What else is there
to do,’ you know. And she’s, I know she didn’t mean it to come across like that, but there
was an element of, not blame but well, you know, ‘You’re ignoring me, you’re working, what
am I going to do, there’s nothing for me to do.’ It wasn’t just, you know, it was, there was
a resentment in her voice about it, that she had nothing to do, and she was bored, and she
was just going to go to sleep.” (Maggie)

Enabling active
participation in
society

WDCs want the PwD to be
able to actively participate in
society

“If I had a magic wand, I’d just want something to get them out and be happy.” (Jasmin)

Entertainment
and compan-
ionship

Enabling PwD
to communi-
cate

WDCs of PwD whose ability
to speak is affected by de-
mentia want to be able to
communicate with the PwD

“I’m for the days when people are embedded with a chip, you know, really, I think, that we
can communicate telepathically.” (Maggie)

WDCs need to deal with com-
plicated emotions, emotional
situations, and decisions
(e.g., feeling unprepared or
abandoned, having to make
personal sacrifices, having
to manage adverse effects
on their health caused by
emotional labor and constant
vigilance, etc.)

“I’m either feeling guilty about it and I’m not doing my work, guilty about something I’m not
doing for my mum or guilty that my kids have had to move down the queue.” (Hannah)
“The physical, I couldn’t care less about cutting the grass, picking mum up out of a chair.
That’s nothing. (I: So, it’s the emotional labor?), yes, it’s emotionally exhausting.” (Ian)

Psychological
and psychoso-
cial stress

Dealing with
psychological
and psychoso-
cial stress

WDCs need to deal with
interpersonal conflict and
difficulties (e.g., role reversal
and the slow decline and
changing personality of the
PwD, difficult relationships
between carer and PwD
exacerbated by dementia,
PwD or their spouse refusing
help, etc.)

“It’s like looking after a toddler, but when you are looking after a toddler they are always
learning and growing and it’s also a positive beautiful thing. And when you are looking after
a toddler like this, they are deteriorating all the time and they are becoming less and less
capable and it’s, and to see that happening to your parent [sighs].” (Maggie)
“Where to draw a line between being respectful of what she [spouse] wants and saying,
‘You’re being absolutely ridiculous,’ you know? ‘You’re missing out on something here which
is detrimental to him because of your views’.” (Sue)

Managing
accidents and
emergencies

WDCs need reassurance
that the PwD is safe (e.g.,
accidents, falls or other
emergencies)

“There’s even the sort of, me sitting at work and I know that my mum’s not well, so I’m
maybe not concentrating at much and that has a big effect.” (Flora)

WDCs need to remind PwD
of certain tasks or activities
(e.g., taking medication,
appointments, eating and
drinking, etc.) and want
confirmation when tasks are
completed

“I’m still working full time and as I say if I didn’t have the phone there to check my dad,
albeit he gets quite irritated with me checking you know, checking your tablets he’ll go
‘I’m not two’ I’ll go ‘no, but you do forget, so it’s easy for me to pick up the phone and just
prompt’.” (Betty)

Reminding

WDCs need to remind PwD to
switch off appliances which
could, e.g., cause fires or
floods

“There’ve been quite a few instances where mum’s forgotten she’s put a pan on the stove,
um, and they have a system where as soon as the smoke alarm goes off the fire brigade just
come.” (Theresa)

WDCs need to ensure PwD
remain orientated to avoid
distress

“Anything out of his routine, the repercussion’s awful he’s so unsettled afterwards. So, he
has a complete fixed routine.” (Sue)

Managing
disorientation

WDCs need to be able to
find PwD who are at risk
of getting lost when out for
a walk

“He’ll go for wanders, so you lose him, you don’t know where he is and then you’ve got to
sort of like try and find out where he is.” (Mary)

Safety con-
cerns

Preventing
crime

WDCs need reassurance that
PwD are safe from crime
(e.g., scammers, burglars,
etc.)

“And she’d let this guy into her house, given him £100 and then rung me up and said ‘I don’t
think I should have done that, should I?’ [. . . ] And at that point I did go and look at tech-
nology in [department store] where you have some kind of CCTV that links to your phone.”
(Hannah)
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Table A.1 (Continued)

Theme Subtheme Description Sample quotes

WDCs need access to easily
understandable informa-
tion on dementia, caring,
benefits, entitlements, and
services

“We felt that we’ve been left to fend for ourselves in the sense that we have to do our own
investigation and chance conversations, Google searches for things, thinking outside the box,
you know.” (Liam)

Finding infor-
mation

WDCs want practical advice
from peers or someone with
experience caring for PwD

“Sometimes you just need somebody to say well ‘Is this normal?’ you know? Somebody to
say, ‘Well is this normal, is this part of the process’ or, you know, ‘Is there something else,
you know, sort of going on?’” (Mary)

Fighting for
information

WDCs need reliable informa-
tion from organizations which
can be difficult if more than
one organization is involved

“They [council] would assess my mum and then see how much they were prepared to pay
for her care. And I was like, ‘How long does that take?’ and she says, ‘Oh, I can’t give you
a time,’ and I 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 I was left with. And after that, I just kept phoning them
and pestering them, which you didn’t want to do because you know that they’re struggling,
but every time I phoned, I got a different story. I 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.” (Flora)
“So, you have the council, they run the [telecare] system but they outsource the mainte-
nance to a company called [name], they outsource the supply of the hardware to a different
company called [name]. So, these three people, they are all trying to maintain the same sys-
tem and they don’t talk to each other [. . . ]. That [coordinating these services] totally wasted,
inefficiency wastes my time, about an hour every day, maybe more, things that don’t need to
be.” (Maggie)

Accessing
information

Exchanging
information
with HCPs

WDCs need to exchange
relevant information with
HCPs when PwD attend
appointments on their own,
which is challenging due to
conflicting hours

“It’s no good asking my dad for a summary of what happened because you don’t get any
information. If they leave information with him, it’s not necessarily gonna get passed on
unless I go look for it or ask for it.” (Betty)
“I would like to have access to the GP and the carers through technology. I don’t even have
email access to them, so that would be really useful, you know. That’s quite basic technol-
ogy, but at the moment that all has to be done by phone and for me, actually, email’s easier
than phone, especially when you’re working. You can just bang out a quick email rather than
having to go and do the whole phone call palaver.” (Theresa)

Personal care Toileting/
incontinence
care

WDCs want solutions for
helping PwD to the bath-
room, especially inconti-
nence care

“It [incontinence care] is really challenging because it’s your own parent. I mean, it’s bad
enough doing that for anybody at all that you are not connected with but to do it for your own
parents, it’s such a very difficult and emotional thing.” (Maggie)

WDCs working dementia carers, PwD person/people living with dementia, HCPs healthcare professionals

Appendix B

Participant quotes

Q1: “The carers can’t cope, so I have to help them
to change her [person with dementia] and do a lit-
tle personal care. I have to be there to, you know,
sometimes there’s new carers [. . . ]. So, I have got to
be there, to tell them where everything is and how
to do everything. And sometimes I get really frus-
trated and I think I might as well do this myself.”
(Maggie)

Q2: “It also means on the days that I don’t get to
see mum I could just log in and see what they’ve
said today [. . . ]. I know they would ring me if there
was an issue—I know they would ring me—but,
sometimes it’s useful just to see a little comment
that they’ve put or sometimes they might write
that I need to collect more, I need to collect some-
thing from the chemist or more nutritional drinks
or something like that.” (Theresa)

Q3: “For everything I do there has been an
initial time which is gathering the information,
understanding what I might need to do, I need
to communicate with, particularly in the original

set up of the care plan, because I wrote both the
job descriptions for the carers, submitted the plan
which had to be approved for by the local author-
ity in order that I could make use of the budget
that was provided to me.” (Gavin)

Q4: “You can’t really say to somebody who’s or-
ganized something bank-wide,” say, “Look, can
you move this ‘cos I need to go and take my mum
to the doctor.” (Hannah)

Q5: “I would like to have access to the GP and
the carers through technology. I don’t even have
email access to them, so that would be really use-
ful, you know. That’s quite basic technology, but at
the moment that all has to be done by phone and
for me, actually, email’s easier than phone, espe-
cially when you’re working. You can just bang out
a quick email rather than having to go and do the
whole phone call palaver.” (Theresa)

Q6: “I’m for the days when people are embed-
ded with a chip, you know, really, I think, that we
can communicate telepathically.” (Maggie)

Q7: “You just have to wait and see what hap-
pens every day and deal with every situation. So,
you are always firefighting, you can’t plan any-
thing.” (Maggie)
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Q8: “It’s easy for me to pick up the phone and
just prompt, but you know, it’s frustrating for the
person who’s forgetting, almost kind of the sense
that they’re being told what to do and they’re be-
ing monitored. And my dad’s always been a pretty
free spirit, so the idea that I’m on his case, checking
this, that, and the next thing irritates him.” (Betty)

Q9: “These enormous, big blokes come into the
house in the middle of the night and wake her up
and she’s terrified.” (Maggie)

Q10: “That is one of the biggest challenges with
this actually, is understanding everything that’s
out there and who you need to speak to and what
you need to do. And I mean [carer organization]
have been good and [dementia organization] have
been good but they both sent me piles and piles of
leaflets and information and they’re still sitting
unread at home because I’ve either been really
busy at work or by the time I’ve got home, I’m so
exhausted that I don’t want to sit there and read
through 15 different leaflets.” (Theresa)

Q11: “They’ve [carer organization] got some
amazing courses about understanding dementia,
you know, how to deal with all the things that
are coming. I just can’t get to them because I have
work.” (Theresa)

Q12: “Maybe in 20 years’ time people are used
to that and they find a way of dealing with it. And
it’s just because we are on the cusp of that devel-
opment that we find it frightening. But at the mo-
ment, you know, I might say, ‘Well, I would really
like it if an automated carer could deal with the
incontinence stuff,’ for example. But that’s for my
benefit. But mum, how would she feel about that?”
(Maggie)
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