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What would most help improve the quality of life of older family carers of
people with dementia? A qualitative study of carers’ views

Abstract

Older family carers of people with dementia provide a substantial amount of care for
people with dementia in the UK. Caregiving can be stressful and burdensome for
these individuals, who are also experiencing psychological and physical changes
resulting from their own ageing process. However, little is known about what impacts
their quality of life, how this can be improved and what we should prioritise. This brief
report asks one simple question to older family carers of people living with dementia
— “What would most help improve your quality of life as a carer?” Qualitative data
was collected from 150 carers who completed an anonymous paper survey during
the development and validation of a quality of life tool for use with this population
(DQoL-OC). Participants were individuals aged 60 and over and were providing care
for a family member with dementia at home in the UK. Carers were recruited from a
variety of voluntary organizations, community-based carers’ groups, health services
and via online forums. A thematic approach was used to analyse the carers’
comments and three main overarching themes were identified. The quality of life of
older family carers can be enhanced by having more time away from caregiving,
accessing health and social services that are dementia friendly and by having
economic support. Future care, policies and research should aim to address these
key areas in order to promote better quality of life for older carers of people with

dementia. Further implications for practice, policy and research are discussed.
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Introduction

The UK annual cost of dementia is estimated to be of £26.3 billion, which is
equivalent to 25% of the UK total annual health budget (Prince et al., 2014; NHS,
2015). Of this, only £8.8 billion has been contributed by the UK Government, with the
remaining £17.4 billion coming from people with dementia and their family members
(Kane and Terry, 2015). Family carers are therefore a key source of support for
people with dementia living in the community within the UK and we should find better

ways to support them (HM Government, 2009).

A great proportion of family carers are older people who are living with physiological
and physical changes as a result of their own ageing process (Carers Trust, 2011;
White, 2013). Carers aged 70+ are responsible for proving care for the longest
periods of time, often in excess of 60 hours per week, seven days a week (Carers
Trust, 2011). These individuals usually co-reside with their loved one and care is
provided full-time and with no respite breaks (Steptoe et al., 2015). These carers
often report poorer mental and physical health outcomes when compared with young
adult carers or age-matched controls (Butterworth et al., 2010; Huang, 2012) and
have a higher risk of general psychiatric morbidity (Al-Zahrani et al., 2015).
Caregiving can lead older carers to a decline in self-care (Gallant and Connel, 1997),
poor family relationship quality (Quinn et al., 2009), higher levels of depression
(Covinsky et al., 2003) and higher risk of deterioration in cognitive function (Vitaliano
et al., 2011).

Despite these consequences, there is currently a dearth of research on how the
Quality of Life (QoL) of older family carers of people with dementia can be improved
(Oliveira et al., 2015; Lautenschlager, 2013). QoL is a multidimensional construct that
provides useful information for researchers and social and health care professionals
seeking a better understanding of the impact of health conditions on a wide range of
life aspects such as physical health, psychological state, level of independence,
social relationships, personal beliefs, and relationship with the environment in which
they live (Fayers and Machin, 2016). Within the extant literature, only four studies
investigating the QoL of older family carers (aged 60+) of people with dementia have
been identified (Oliveira et al., 2015). In a review of these papers, Oliveira et al

(2015) found that QoL is lower in older people, with high levels of burden and more
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time committed to care, in those experiencing depression, in females and in those
with more dependent care recipients. With such a paucity of research in this area,
there is a need for further exploration that may allow us to understand what older
carers’ key priorities are in terms of life quality. This study therefore aimed to explore
what older family carers of people with dementia believe would most improve their

QoL.

Method

This qualitative single-item design formed part of an anonymous paper questionnaire
used to develop and validate a QoL tool for older family carers of PwD (reference to
be added after the manuscript is accepted). To take part in the research, individuals
needed to be aged 60 and plus and to be providing unpaid care for a family member

with dementia at home in the UK at the time of the study.

Carers were recruited from a variety of voluntary organizations, community-based
support groups, general practices and memory clinics. Information about the study
was also publicized in public areas and online. Potential participants either contacted
the researcher directly from adverts or were approached by the researcher or support
group leaders. Carers were offered information about the study and were asked to

provide consent in order to take part.

The data analysed in this paper were collected via an open-ended question - “What
would most help improve your quality of life as a carer?” The use of ‘single questions’
to evaluate people’s QoL has been shown to produce valid and reliable QoL scores
in quantitative studies (Boer et al., 2004) and it was anticipated that a qualitative
approach using a similar method of enquiry would elicit useful information about what

is important for the QoL of carers aged 60+.

Ethical approval was obtained from the National Research Ethics Committee service
and appropriate NHS R&D committees in the UK (15/IEC08/0041). Participant
information was provided and written consent obtained from carers before entering
the study. Data collection was carried out in line with the Declaration of Helsinki from
1964 (World Medical Association, 2013).
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Characteristics of the sample

Carers taking part in the study (n =150) had a mean age of 72.15 years old (SD =
8.31), with 32.2% aged 80+, and were mostly females (65%), married (89.5%), white
(96%), and had no qualification (28%). Individuals were predominantly spousal
carers (80%), living with their loved ones with dementia (83%) and had been
providing care for between 1 and 6 years (78%). About 55% of carers were providing

care for more than 12 hours a day and 89% provided care 6 to 7 days a week.
Data analysis

The data collected via the paper questionnaires were typed to an excel file and then
analysed thematically (Braun and Clarke, 2006) by two researchers (DO and LS)
independently, following an inductive approach. First, the dataset was thoroughly
explored aiming to identify repeated patterns of meaning (codes). The analysis was
carried out on an explicit/ semantic level (Braun and Clarke, 2006), nonetheless a
conscious exercise was made to consider possible alternative readings and exploring
variation and even contradictions. The researchers were mindful of the reflexive
nature of this qualitative research (Macbeth, 2001) and tried to avoid any conclusion
based on personal assumptions (Frith and Gleeson, 2004). After an initial coding, a
poll of themes was identified and collated as part of a broad thematic map. The
central ideas and concepts of each theme then guided the creation of overarching
themes. A final set of themes and overarching themes was agreed upon after several

discussions and consensus among the research team, following an iterative process.

Results

Data clustered around three overarching themes: 1) More opportunities to enjoy life
outside caregiving; 2) Carer/dementia friendly health and social care systems; and 3)
Financial support (see Table 1). The first overarching theme represents the reasons
why the older carers need more time away from caregiving and what support
mechanisms there needs to be in place for that to occur. The second one represents
the importance of having understanding, knowledgeable and empathetic

professionals available to them, as well as the importance of having social
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relationships with people who are dementia aware. The third and final overarching

theme represents the importance of receiving financial support and having flexible

Table 1. Overarching themes and sub-themes

Overarching theme Theme Frequency of
occurrence

1. More 1. Time for themselves 39
opportunities to 2. Appropriate care alternatives in place 30
enjoy life outside 3. Sharing responsibilities 7
caregiving 4. Support from family and friends

5. Quality time with the PwD 6
2. Carer/dementia 6. Enhanced clinical practice 23
friendly health and 7. Accessible Services 26
social care systems 8. Proximity of care 10

9. Care for themselves and information 14

10. Public awareness and understanding 8
3. Financial support 11. Financial support 15

12. Flexibility at work 3
Total 188

work policies in place so that the older carers can maintain a good quality of life.

More opportunities to enjoy life outside caregiving

Participants expressed the need to have more time away from caregiving (theme 1)
in order to be able to rest, to pursuit their personal goals, to maintain their social life

and identity. This was the most frequent sub-theme identified in the entire dataset.
“Give me a bit more breathing space”
“More time do my own things”

“Occasionally being able to have a break and not having to worry about the

person | care about”
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This lack of time to themselves led to a difficulty in finding a balance between their
own lives and caring, which led them to experience a sense of loss and lack of self-

realization and purpose in life.

“I| feel I have lost so much of my future. It's all swallowed up by caring and |

will never realise my dreams”

“If I am doing anything for myself | am never left to finish it without having to
deal with something my husband needs”.

Despite recognising their need for respite, carers admit that, depending on
the quality and timing of this support, they may prefer not to have it, as

sometimes it can be more laborious than beneficial to them (theme 2).

“My main problem is respite periods when strange carers come in and live in
while I'm away. This period varies greatly from good care to abysmal and |

sometimes wonder if it's worth having respite”

“What would help was to have some time apart from the person that | care for,
knowing that he was happy”

“My problem is that | am reluctant to share the burden with anyone else. |

realise that perhaps at some time | would have to”

“Respite care and day care need to be more readily available. Respite care
needs to be bookable so that carers can book and plan a holiday rather than

just taking it at short notice as it becomes available”

Older carers also felt that being able to share the decision-making process and the
overall caring responsibilities (theme 3) would help them to enjoy life outside their

caregiving role:
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“| feel I am alone taking all decisions with no one to lean on, except my

daughter”

“To be free from the tensions of the necessary routine of everyday life. The
responsibility, for [the life/happiness] of someone once loved who cannot

understand or appreciate their illness or needs”

Many older family carers also believed that more support from family and friends

could allow them to have a break from care have more quality of life (theme 4).
“More help from family members”

“Support and help from close family would make a big difference”

More than respite, many spousal older carers wanted to spend quality time
with their loved ones as they used to do in the past, not just in a caring
capacity (theme 5). It seemed difficult for them to accept that the relationship
dynamic had changed and the presence of dementia symptoms (e.g. anxiety)

seemed to be a limiting factor.

“Being able to go on holiday with my wife as before, but the anxiety part of the

illness would not allow it”

“If my wife were to enter a more passive phase and go along with my
suggestions (e.g. go on holiday) it would vastly improve the quality of both our

lives”.

Carer/dementia friendly health and social care systems

Several older carers disclosed how their experience at the dementia diagnosis was
upsetting and that services did not provide support that they needed at the time
(theme 6). This was particularly scary and caused a sense of helplessness to some
participants, who believe that more training is needed for staff to enhance the quality
of the services for them.
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“When [name] was diagnosed, we came out of the clinic thinking what do we
do now, all they said to us they would refer us to our GP. Nothing to say what
sort of treatment or help we would get. Very lonely place to be, we felt very
much alone [...] All we seem to get is take the tablets and the review date
every six months everyone gets from their GP. We felt very much alone.

Frightened.”

“If social and health services at least had some basic training in dementia”.

The older family carers in this study expressed the need of health and social care
systems that were more flexible and easier to access, so that they would not need to

worry about finding the available services to have their needs met (theme 7).

“Appointments with my GP whom | am registered with seems impossible,

always full”
“Easier access to departments relating to my needs”

“More communication between the care service and myself - | shouldn't have

to chase them”

“Appointments for my mother always seem to be at the convenience of the

professionals - not me”

Carers reported that lack of funding and high pressure on services left them without
the support needed to meet their needs, particularly regarding long-term specialized
care (theme 8). This compromised how close they could be from professionals and

the continuity of the care provided long-term.

“I miss the proximity, monthly visit from CPN [Community Psychiatric Nurse]
which we enjoyed until last year. The service was withdrawn from us because
of pressure from the demand for new referrals... The visits gave me some
reassurance that | was doing OK as a carer, and talking to a GP (however

sympathetic) is not quite the same.”
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In addition to the care provided to their relatives with dementia, the older carers in
this study did not feel that their own needs were a priority for the health system and
were largely unmet (theme 9). Some had not received the necessary training and
knowledge to provide care. More support for their own needs and more information
could greatly improve the quality of their lives.

“As a carer you become invisible as a person”

“| feel there should be more regular health checks, assessments etc. for the

family member [carer]”

“No one has provided me with any information about dementia or caring for

someone with dementia, | have had to learn by trial and error”

The older family carers also believe that there needs to be more public awareness
and understanding toward dementia and family caring (theme 10). They suggested
there should be more recognition and appreciation for all the work they do to society
and the impact this has on both the person living with dementia and themselves as

carers.

“Getting other people to understand that my husband has dementia and that it

impacts on daily life”
“For people to appreciate what it involves”

“People to really understand what it takes and how much it takes out of a
person to care 24/7”

Financial support

The third and final theme identified was about the financial constraints related to the
costs arising with the caring needs. Carers did not just point out the need for

provision of allowances (theme 11), but also the need for flexibility at work, allowing
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them to continue to work and be self-funded while caring for someone with dementia
(theme 12).

“[a paid] carer at present [costs] over £50 a day fee, regular use is prohibitive
to the average family”

“I am trying to juggle working full time and caring for my father, who lives 90
miles away. | would like to be able to work more flexibly so that | can have my

father living with me”

The older carers in this study also worried that there would not be enough resources

for them when they needed support with their own needs in the future.

“I pay for all my spouses' care, which will impact on my own future”

Discussion

Older family carers of people with dementia represent an increasing, but overlooked
population of family carers in the UK, and little is known about what can be done to
improve their QoL. To our knowledge, this is the first study that directly asks older
family carers of people with dementia what would most improve their QoL providing

them the opportunity to reflect on what is most important to them.

In considering the importance to carers of enjoying life outside of caregiving, carers
report that having a full-time caring role leaves little space for them to enjoy activities
with other people. Carers UK and Age UK (2015) suggest that older family carers of
people with dementia are responsible for providing the highest number of hours and
days a week of care leaving little time or space for their own lives and highly
susceptible to social isolation. In addition, carers were often uncertain of the quality
or appropriateness of care provision that could be put into place to provide respite
and ameliorate the issue of having little time for themselves. They were seeking
opportunities to share the burden of decision making with other family members,
explore opportunities for additional support from within the family and spend time

doing activities with the PwD that were not just caregiving related.
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The inability to draw these different threads of the same overarching theme of
seeking more opportunities to enjoy life outside of caregiving leads to loneliness and
isolation for many of these carers. Previous studies have demonstrated that isolation
is associated with lower levels of well-being in this population (Raivio et al., 2015),
that older spousal carers experience more loneliness (Lavela and Ather, 2010) and
lonely older carers exhibit more depressive symptoms over time than those who do
not feel lonely (Jaremka et al., 2014). A large study carried out in Sweden further
demonstrated that high levels of loneliness are associated with lower QoL in older
carers (Ekwall et al., 2005). Dilworth-Anderson (2015) argue that this may be caused
by high levels of social activity conflict resulting from a demanding caregiving role,

especially in dementia.

A number of other studies have also demonstrated how support from family and
friends can help to decrease depressive symptoms (Moon and Dilworth-Anderson,
2015), burden (Coen et al., 2002), and loneliness (Ekwall et al., 2005). Moreover,
having access to extensive social ties (Berkman et al., 2004), a productive role
(Rozario et al., 2004), strengthened social networks (Huang, 2012), and more
general resources (Ahn et al., 2012; Neri et al., 2012) are all associated with more
positive health and better psychological outcomes. We would therefore argue that
having time away from caregiving is likely to improve their psychological well-being,

contributing to an overall better QoL.

In considering carer/dementia friendly health and social care systems, carers report
the need for more appropriate and flexible support to improve their QoL. The
importance of appropriate and tailored services has been noted previously (Oliveira
et al., 2017) with such support having the ability to buffer caregiving burden and
improve QoL. In addition, perceived quality of support appears to be more important
than the tangible amount of support received for the well-being of family carers
(Barrera, 1986; Wiles, 2003; Shurgot and Knight, 2005; Oliveira et al., 2016). Good
levels of well-being are associated with satisfaction with services, good subjective
health, and higher agency in older carers (Raivio et al., 2015). It could therefore be
argued that issues surrounding tangible or perceived appropriate support are made

worse due to the lack of attention that older carers receive from public health
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services in terms of interventions for themselves. This may be because the
boundaries between services with regards to who should care for the carer means
they sit uncomfortably within the structure of community based services in particular.
Patients and their families may find enormous difficulty in gaining access to specific
services and professionals may not always be trained to deal with the needs of the
carer as well as the patient. Service provision can therefore often feel poor and
unsuitable with families burdened with the main responsibility of care. We would
argue that health care professionals need to further consider the carer within their

service provision planning in order to improve QoL in this carer group.

In considering the theme of financial support, the carers in this study reported
concerns over money and the financial impact of being a carer. This theme
presented with less frequency than the other 2 key themes. However, the financial
impact of caregiving runs through all the data implicitly in that additional funding
could aid opportunities to enjoy life outside of the caregiving role and provide access
to additional services. Alongside good-quality support, previous research also
demonstrates that the financial situation of the older carer has an effect on their QoL
(Schneider et al., 1999). Existing research has for decades alluded to the financial
burden that caregiving in dementia places upon the family (e.g. Harrow et al., 2004;
Ory et al., 1999) and this financial hardship is still experienced within this group of
carers. With people living longer and spending more years of life at work, it is likely
that older carers will be still working when the need to provide care for a family
member arises. We would suggest that there needs to be more flexibility in care
provision so that older carers can continue to work if they wish to do so. This is likely
to have several benefits to the individual for example, increased satisfaction with life,
keeping active and enabling independence and social activity. Moreover it may also
be of benefit to societal economy as a whole in that working for longer is likely to

improve a families overall financial situation, aiding financial independence.

This small scale study does have some potential limitations. As the qualitative data
was collected via anonymous paper-based questionnaires, there was no opportunity
to follow up the key themes in more depth with study participants. This is mitigated to
some extent due to our large sample size but does present an opening for additional
and more in-depth exploration of these themes in future work. Despite this limitation,
the current study allowed for the identification of three common areas for
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improvement in QoL for this population of carers, which corroborate previous study

findings.

Conclusion

Caring for someone with dementia can have a large impact on older family carers’
QoL. The proportion of older individuals expected to look after their family members
with dementia is increasing and little is known about how their QoL can be
maintained or improved. This study suggests that older carers can most benefit from
having more time away from their caregiving role, by health and social care services
being more carer and dementia friendly, and by having better financial support.
Older family carers need more respite that is suitable for their needs and meets their
expectations. They need to be able to access more specialist services within a time
frame that is suitable for them and be afforded the agency to financially manage their
own affairs. Finally, we would argue that more public awareness of the contribution

that family carers make to society is imperative to improve QoL in this carer group.
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