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There are approximately 200,000 Australians providing unpaid care to a person with dementia.  These carers 
are often the spouse or child of the person and provide wide-ranging support, including helping the person 
with dementia with activities of daily living, personal care, and managing behavioural and psychological 
symptoms of dementia, as well as making difficult decisions about treatment options, use of services, 
finances, and long-term care. Some carers have work, children and other family commitments to cope with 
as well.  

Providing this type of intensive support can have substantial impacts on the wellbeing of the carer. Many 
carers experience negative effects on their emotional, psychological and physical health, social activities and 
support networks, ability to work and finances. Influencing factors include carer age, co-residency, previous 
health, personality, coping style, the severity and type of dementia, and the availability of social support.

There are a range of supports and services available for carers in Australia including information, education 
and training, psychosocial therapies, case management approaches, social support groups, respite care, and 
multi-component programs that combine these.  Research to date suggests that structured multi-component 
and individualised psychoeducational1 and psychosocial interventions2 led by qualified professionals tend 
to show the most positive improvements in carer outcomes.  However, even with the supports currently 
available, many carers find difficulty in accessing the supports they need when and where they need them.

If we are to achieve an aged care system that supports people to live in the community for as long as 
possible, then carers are an essential part of the equation. Most people with dementia rely on informal carers 
to supplement formal care; as often the hours available even at the highest level of home care package are 
simply not sufficient to support a person with dementia to stay at home. In order to provide people with 
choice over where they receive care, there is a need for not only a good system of home care but also a 
comprehensive, evidenced-based approach to supporting informal carers. 

EXECUTIVE SUMMARY 

1 Psychoeducational interventions refer to interventions that include elements of education, skills training, information and advice about available services and 
resources, and require active participation by carers.

2 Psychosocial interventions refer to interventions that focus on identifying and modifying carer’s beliefs and developing new strategies to help cope with caring 
demands.
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KEY FACTS ON INFORMAL CARERS 
AND DEMENTIA

Overview

• There are more than 200,000 Australians 
providing informal unpaid assistance to people 
with dementia

• The vast majority of people with dementia living 
in the community (91%) rely on an informal carer 
to support them

• Most informal carers are either the spouse or 
adult child of the person with dementia

• Nearly a quarter of people with dementia living in 
the community (22%) rely solely on informal care 
and do not access any formal care services.

• 81% of co-resident informal carers provide more 
than 40 hours of care per week.

Future projections

• Access Economics projects that by 2029 there 
will be a shortage of 94,266 full time equivalent 
(FTE) family carers. 

• It is estimated the current cost of replacing family 
carers with paid carers is $5.5 billion per year

Impact of caring

• Caring for a person with dementia can lead to 
increased rates of depression, stress and anxiety 
compared to non-carers

• In Australian surveys of carers, 31% of 
respondents reported that caring for the person 
with dementia had a negative impact on their 
physical health (3), and 34% reported feeling 
weary or lacking in energy. The  stress of caring 
may result in impaired immunity, high levels 
of stress hormones, hypertension (high blood 
pressure) and an increased risk of cardio-vascular 
disease

• The demands of caring for someone with 
dementia have been shown to put carers at risk 
of social isolation. A National Carer Survey in the 
United States found that carers of people with 
dementia were more likely to report giving up 
their holidays or hobbies, having less time for 
family, having more family conflicts and work 
related problems

• Caring can also have significant financial impacts. 
According to the Dementia in Australia report, 
54% of carers of people with dementia (and 
45% of primary carers) are of working age (1). 
However, only 56% of these (and 38% of primary 
carers) were employed at the time of the survey.

Evidenced based supports

• Interventions to support carers include 
information, education and training, psychosocial 
therapies, case management approaches, 
social support groups, respite care, and multi-
component programs that combine these.  
Research to date suggests that structured multi-
component and individualised psychoeducational 
and psychosocial interventions tend to show the 
most positive improvements in carer outcomes. 

• Despite reports of high satisfaction by carers, 
research evidence to support the effectiveness of 
case management approaches, informal support 
groups and respite care is inconclusive, and 
further high quality studies are needed in these 
areas
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INTRODUCTION

When a person begins to experience the symptoms of dementia, their families and friends begin a new 
and difficult journey of their own. They have to try and cope with the emotional impact and implications of a 
diagnosis, come to terms with and manage the changes they see in their relative/friend, provide emotional 
and practical help on a daily basis, and make difficult decisions about treatment options, use of services, 
finances, and long-term care. Some may have work, children and other family commitments to cope with 
as well.  

These family members or friends are usually called informal ‘carers’ or ‘caregivers’. Definitions of informal 
carers vary, but they can be described as “someone such as a family member, friend or neighbour, 
excluding paid or volunteer carers organised by formal services, who have been identified as providing 
regular and sustained care and assistance to the client without payment other than possibly a pension or 
benefit” (1, p.119).  

This care can be wide-ranging, all-encompassing and will change with time. Initially carers may have to 
help the person with dementia with instrumental activities of daily living (IADLs) such as household chores, 
shopping, preparing meals, managing finances, arranging appointments and taking medications. They 
may also have to support changed behaviours and associated psychological symptoms. As the condition 
progresses, carers need to help with more fundamental activities of daily living (ADLs), such as getting in 
and out of bed, eating meals, and personal care such as going to the toilet, bathing and dressing. As such, 
carers of people with dementia tend to provide more intensive and extensive care than carers of people 
with other conditions (2). 

So what impacts does this caring role have on family members and friends? What services and resources 
are the most effective in terms of supporting them in their caring role?  The purpose of this paper is to 
provide policymakers and consumers with information and evidence on the impact of the caring role on 
informal carers who are providing support for someone with dementia living in the community and the 
evidence base for effective supports for carers.
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BACKGROUND:  
THE AUSTRALIAN PICTURE

Over the past decade the Australian Government 
and a range of organisations have grappled with 
understanding, measuring and managing the 
national challenge posed by dementia. Often these 
discussions have been part of broader analyses of 
the aged care system and how it might fare in the 
future, with numbers of older people forecast to 
grow significantly. 

The role played by informal carers of people living 
with dementia has been acknowledged – to greater 
and lesser extents – as integral to these analyses. 
As a result, a fair amount is known about the profile 
of informal carers and the effects of taking on the 
caring role.  

Numbers of informal carers in Australia

The Department of Health and Ageing funded the 
AIHW’s Dementia in Australia (2012) report, which 
set out the most comprehensive detail about 
dementia in Australia to date (1). Key findings 
included:

• There were 298,000 people living with dementia 
in Australia in 2011, with a projected increase to 
342,800 in 2015

• The majority of people with dementia (70%)  
were living in the community  

• There were around 200,000 informal carers of 
people with dementia living in the community 

• About 9 in 10 people with dementia living in the 
community were receiving care from one or more 
carers, and about two-thirds of these carers were 
women 

• Half of carers of people with dementia were 65 
and over 

• Around 42% of main carers of a person with 
dementia were the spouse/partner and 44% were 
the son or daughter.

Care provided by informal carers

The AIHW 2012 report drew on analysis of data 
from the 2009 Survey of Disability, Ageing and 
Carers. This revealed that over a fifth of people with 
dementia living in the community (22%) relied solely 
on informal carer support. It also set out the sorts of 
assistance provided by co-resident primary carers to 
the person with dementia:

• 92% provided assistance with mobility

• 85% provided assistance with self-care 

• 79% provided assistance with communication.

The survey asked about carers’ participation in 
a range of other activities: health care, cognitive 
or emotional tasks, household chores, property 
maintenance, meal preparation, reading or writing 
tasks and transport. For each of these activities, 
more than 90% of primary carers provided this 
assistance (excluding maintenance with 69% 
providing assistance with this). 

The same survey data also revealed the scale of 
contribution by co-resident family carers: 81% were 
providing 40 or more hours of care per week on 
average, and 94% of co-resident primary carers 
provided continuous (rather than episodic) care. 

The 2009 Access Economics publication, Making 
Choices, also reports on the scale of support 
provided by carers based on findings from their 
survey of 564 informal carers of people with 
dementia (3). It found that on average, informal 
carers provided 24 hours per week of care, although 
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the distribution was split with nearly 20%  of 
carers providing 0-4 hours and a similar percentage 
providing over 55 hours per week (3).

The AIHW report (2012) stated that co-resident 
primary carers of people with dementia were almost 
twice as likely as all co-resident primary carers to 
provide 40 or more hours of care per week (81% 
versus 42%).

Carer involvement in the future

Some analysts have attempted to forecast the likely 
number of people who will be living with dementia 
in 10, 20 and 40 years’ time – and, related to this, 
to establish whether there will be enough informal 
carers to meet required needs. The concern is 
that, while the number of people with dementia 
increases, the future availability of carers is under 
threat for a range of reasons, such as the effect of 
an aging population, workforce constraints and a 
reluctance of individuals to provide informal care (4).

The AIHW’s estimates are that the number of 
people with dementia will reach almost 400,000 by 
2020 and 900,000 by 2050 (1). Access Economics 
presented similar forecasts (4), even while using 
different approaches for their calculations. 

Based on its projections of the number of people 
living with dementia and carers in the future, Access 
Economics’ Making Choices report suggests that 
by 2029 there will be a shortage of 94,266 full-time 
equivalent (FTE) family carers. It also estimated the 
current cost of replacing family carers with paid 
carers is $5.5 billion per year (3).
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THE IMPACT OF CARING

In 2012, Alzheimer’s Australia investigated ‘The 
cost of dementia in South Australia’  (5). In this 
study, carers reported a wide range of impacts of 
caring, including lack of time for self, social isolation, 
responsibility, exhaustion, a sense that dementia 
was taking over, and needing more support. They 
regarded these personal costs as more stressful 
than the financial pressures related to living with 
dementia. This section will examine the evidence 
regarding the impact of the caring role on informal 
carers who are providing support for someone with 
dementia living in the community.

Psychological health and emotional  
well-being

Research has shown that caring for a person 
with dementia may have both positive and 
negative impacts on informal carers. Some carers 
have reported positive feelings such as family 
togetherness, companionship, increased self-
awareness and resilience, personal and spiritual 
growth, and the satisfaction of helping others (6-9).  

However, many family carers of people with 
dementia experience significant strain, stress and 
psychological illness such as clinical depression. 
Compared to non-carers and carers  of people 
with other health conditions,  those caring for a 
family member with dementia tend to experience 
more strain, and have higher levels of stress and 
depression (10-14). Depression has been reported 
in 15-30% of carers of people with dementia (11) 
compared with 17% in non-carers (13). 

The term ‘carer burden’ is often used by researchers 
to describe the effects of caring for a family member 
or friend with dementia (15).  This term, however, 
is considered offensive by some carers and people 
with dementia (see Alzheimer’s Australia’s Language 

guide: https://fightdementia.org.au/sites/default/
files/language-guidelines.pdf).  For this reason, 
this paper will refer to the “impact of caring” when 
discussing research that measured “carer burden”.  
Objective impact describes the stressors that result 
from the dependence and needs for assistance of 
the person with dementia, such as demands on 
carer time. Subjective impact refers to stressors 
that result from the mental impact of caring, 
such as distress, depression, anxiety or feelings 
of exhaustion. A recent European study (2014) 
confirmed that increasing severity of Alzheimer’s 
disease was associated with greater subjective 
and objective impact of caring (16). The behavioural 
and psychological symptoms of dementia (often 
referred to as BPSD), such as aggression, wandering, 
hallucinations, delusions, are also closely related 
to greater impact of caring, due to the need for 
increased support (16, 17). 

The impact of caring tends to be greater for those 
who live with the person with dementia, as these 
carers tend to provide more hours of care on a 
day-to-day basis, and may experience disruption of 
sleep due to night-time disturbances (12). Indeed, 
the AIHW report found that 66% of carers had 
their sleep interrupted frequently or occasionally 
due to their caring role (1). Co-resident husbands 
and wives tend to be older than other informal 
carers and are more likely to have co-existing health 
problems themselves, such as reduced mobility, 
frailty, impaired vision and hearing, and chronic 
disease, making caring more difficult and demanding 
(12). Adult child carers and younger spouse carers 
(for example of people with early onset dementia) 
may experience different stressors however, with 
competing work, family and social demands (18). 
Adult daughter carers report higher levels of impact 
of caring and negative emotions than adult son 
carers (18). 
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Caring for a relative or friend with dementia can have 
a profound emotional impact, with carers reporting 
feelings of guilt, sadness, anger, lack of control and 
worry (18). Carers may also experience grief whilst 
caring, both for themselves in terms of loss of 
companionship, personal freedom and control, and 
for the person living with dementia in terms of loss 
of personhood. Anticipation and ambiguity about 
the future, anger, frustration and guilt have been 
found to be common and may occur at any stage; 
from diagnosis to admission to residential care and 
beyond (19).

“I was unable to cope with the workload which 
included meals, supervision, housekeeping, visits 
to medical facilities etc.” (20)

 “Grief at the prospect of losing [relative] to a 
residential care facility. Not much depression. 
Some anger occasionally that life should turn out 
this way. These emotions have not been that 
severe, but will probably become more so when 
I have to make the decision to move her in. For 
the moment though, I just want to enjoy the life 
we have together.” (21)

“Look after yourself. Do what you need to do, to 
keep the stress levels down. Try to be firm with 
your loved one while helping them understand 
that you know this is very difficult for them and 
that you love them.” (21)

Physical health

The demands of caring may have physical impacts on 
some carers. In Australian surveys of carers, 31% of 
respondents reported that caring for the person with 
dementia had a negative impact on their physical 
health (3), and 34% reported feeling weary or 
lacking in energy (1). A recent study by the American 
Alzheimer’s Association (2014) reported that 74% of 
carers of people with dementia were ’somewhat’ to 
’very concerned’ about maintaining their own health; 
they were more likely than non-carers to report their 
health as ’fair or poor’ and say that caring made their 
health worse (2).

There is some evidence to suggest that caring 
for a relative with dementia can have detrimental 
physiological health consequences. For example, 
there are indications that the  stresses and strains of 
caring may result in impaired immunity, high levels of 
stress hormones, hypertension (high blood pressure) 
and an increased risk of cardio-vascular disease (2, 
10, 22, 23).  High stress levels have been associated 
with higher mortality rates in both carers and non-
carers, suggesting high levels of stress to be a risk 
factor and not caring per se (24).

It is important to note that the mental and physical 
health impacts of caring for someone with dementia 
are influenced by a number of factors, such as carer 
age, previous health, personality, coping style, the 
severity and type of the dementia and the availability 
of social support  (1). 

“The realisation that I could not continue to care 
for her long-term because of the effect on my 
health, which was deteriorating through lack of 
time to take care of me as I coped with onset of 
arthritis.” (21)
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“They seem to think that the children (who are 
nearly all over 60 years) can look after them 
forever but we can’t. I can barely look after 
myself and I need them to accept services from 
outsiders because it’s destroying my health 
looking after them.” (20)

Social isolation

The many demands of caring for someone with 
dementia have been shown to put carers at risk 
of social isolation (17, 23). A National Carer Survey 
in the United States found that carers of people 
with dementia were more likely to report giving 
up their holidays or hobbies, having less time 
for family, having more family conflicts and work 
related problems (25, 26). Providing assistance 
with everyday activities (such as bathing, dressing, 
making meals, and so on) and providing supervision 
for family members with BPSD, are both related to a 
reduction in carers’ social and recreational activities 
(17). As maintaining an active life through leisure and 
social activities is related to increased well-being 
(27), a reduction in these activities can be seen as a 
further negative impact of the caring role. 

Carers in general tend to have smaller social networks 
than non-carers, and social support can decrease over 
time (28). In a large-scale study of carers in Victoria, 
Schofield et al. (1998) reported that female carers 
had lower levels of social support than those who did 
not have caring responsibilities. Furthermore, people 
caring for someone with dementia reported that they 
had less support than those caring for a person with a 
physical disability (28). Primary carers of people with 
dementia are more likely than other primary carers 

to say they have lost touch or were losing touch with 
existing friends due to the caring role (1).  Carers may 
also experience feelings of social isolation due to the 
stigma associated with dementia and behavioural 
symptoms and negative social reaction in the wider 
community. In the EUROCARE study, 22% of carers 
felt that people were rejecting them or avoiding 
contact because of the illness; 9% said that others 
showed fear and 2% reported laughter or ridicule (12). 

Conflict with other family members can further 
reduce opportunities for informal social support. 
Lack of support from family and friends (perceived or 
otherwise) has been associated with higher impact 
of caring and depression. Conversely, carers who 
receive informal support from family or friends report 
lower levels of stress and depression (29). 

“A couple of years ago I had the chance to 
accompany a friend on a cheap holiday but as 
I was unable to get any respite for mum I was 
unable to go.  I did not have a break for almost  
18 months at that time and I was beginning to 
get sick from the strain.” (20)

“Also my ability to care for grandchildren when 
needed and my social life.” (21)
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Economic impact of caring

In 2003, the Access Economics report estimated 
the total cost of dementia in Australia to be $5.6 
billion; $3.2 billion in direct health sector costs 
(mainly residential care), around $1.7 billion in family 
and carer costs, and the remainder in productivity 
losses, home and community care, modifications 
and aids (30). The disability burden from dementia in 
Australia was reported to be the second highest of 
any disease, and set to overtake depression by 2016. 
According to the World Alzheimer Report (2010), the 
costs of informal care have been estimated to be 
55% of the total costs of care (31). 

The costs of caring for someone with dementia 
include the time given to provide assistance as well 
as any costs associated with care, such as travel to 
appointments and payment for services. Other costs 
include loss of earnings, inability to continue working 
or early retirement of both the carer and the person 
with dementia.  The economic impact of caring for 
someone with dementia therefore varies between 
families. Informal carers provide assistance with 
many different activities of daily living, and some also 
provide supervision of behavioural symptoms. The 
time spent giving care varies from person to person 
but has been estimated as between 4 and 55 hours 
per week, increasing as the condition progresses (3).

According to the Dementia in Australia report, 54% 
of carers of people with dementia (and 45% of 
primary carers) are of working age (1). However, 
only 56% of these (and 38% of primary carers) 
were employed at the time of the survey. Of those 
who had left work in order to provide care, the 
most common reason was that no alternative care 
arrangements were available (74%). A report by the 
American Alzheimer’s Association found that 54% 
of carers said they had to go in to work late, leave 
early or take time off work because of their caring 

responsibilities (2). The Australian Making Choices 
survey, found that 20% of respondents had to take 
leave of absence from work to provide care, 13% 
had to permanently reduce their work load, and 8% 
had to stop work altogether in order to provide care 
(3). In general, a higher proportion of families of 
carers suffer from financial hardship (e.g. difficulty 
paying bills on time) than non-caring families in 
Australia (32). 

“My great concern at the moment is still trying 
to balance out, I mean I still have financial 
commitments, I still have a mortgage. My 
primary concern is how to ever return to a life of 
earning proper money again and of resuming a 
career.” (20)

“Our provider does not trust the government to 
pay the bill despite having a government order so 
they debit our bank account for everything within 
five days of going into the care and I understand 
they will refund the funds at some time after the 
government pay.  OK if you have a substantial 
bank balance but if you do not?” (20)
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SUPPORTS FOR CARERS

There are many types of interventions provided to 
support carers of people with dementia who are 
living in the community. Some aim to provide carers 
with strategies and resources to cope with and 
manage the symptoms of dementia; others aim 
to provide respite from the demands of everyday 
caring. All aim to reduce the negative impacts of 
caring, such as depression, stress etc., and/or 
increase self-efficacy, resilience and well-being. 

For the most part carers report high levels of 
satisfaction with the services which are provided 
in Australia. At the same time, however, national 
consultations completed by Alzheimer’s Australia 
in 2012 revealed that many carers find the aged 
care system confusing and that it is often difficult 
to know what services are available or to access 
flexible services when and where they need them.  
Access to appropriate respite has been particularly 
problematic for some carers.  In addition, carers from 
groups such as Aboriginal and Torres Strait Islander, 
culturally and linguistically diverse, and those from 
regional areas find accessing appropriate services 
particularly difficult.

Many of the supports available to carers have been 
evaluated formally using randomised controlled trials, 
non-randomised controlled trials, case control studies 
and observational studies. This section will review 
the current evidence-base for such supports in order 
to gain an understanding of those that may be most 
helpful for carers. 

Information, education and training

Information, education and skills training are a key 
part of many support services provided for carers 
of people with dementia, and are recommended 
in national dementia strategies where these exist. 
Interventions usually include structured programs led 
by qualified professionals that provide carers with:

• Education about dementia, its symptoms, 
progression and changing care needs

• Skills training to support the carer in this role  

• Information and advice about available resources 
and services. 

A review of information services for people with 
dementia and their carers found no clear evidence 
of the provision of information alone on the impact 
of caring, but indicated that a combination of 
information, skills training and telephone support 
may have positive benefits (33). Telephone support or 
counselling can be seen as a more accessible option 
for some people, due to time or location constraints, 
however its impact on carer health is inconclusive. 
There is some evidence to suggest that telephone 
counselling can reduce depressive symptoms for 
carers of people with dementia and that it meets 
important needs of the carer, however more research 
is needed in this area due to the small number of 
studies and their moderate quality  (34). 

A recent review of educational interventions found a 
moderate effect on the impact of caring and a small 
effect on depression (35).  Others have found that 
‘psychoeducational’ interventions (where all of the 
above elements are present and requiring active 
participation by carers) may have positive effects on 
outcomes such as carer depression and subjective 
well-being, but evidence is mixed as to effects on 
carer health or burden (36, 37). As most of these 
studies only reported findings at the completion of 
the intervention, evidence is limited as to a more 
sustained impact over time. Parker et al (2008) 
recommended the following factors as positively 
contributing to the effectiveness of educational 
interventions: encouraging active participation 
in educational interventions for carers; offering 
individualised programs rather than group sessions; 
providing information on an ongoing basis, with 
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specific information about services and coaching 
regarding their new role (36).

“...there’s just so much out they’re offering, 
there’s so much information that comes in  
and I get totally confused with it.”(20) 

Psychosocial therapies 

Psychosocial therapies are provided by qualified 
professionals and tend to focus on identifying 
and modifying carers’ beliefs and developing new 
strategies to help cope with caring demands.  
Cognitive behaviour therapy (CBT) is a type of 
psychotherapy that helps people to change unhelpful 
thoughts, feelings and behaviours, such as ascribing 
a negative meaning to their relative’s behaviour and 
blaming the person rather than the disease (38). 
There is some evidence to suggest that CBT can 
improve carer burden and depression (37). Similarly, 
research indicates that ‘Cognitive Reframing’, a 
component of CBT which focuses on family carers’ 
negative thoughts about their relatives’ behaviours 
and about their own performance in the caring 
role, may have a beneficial effect on carer anxiety, 
depression, and subjective stress (38).

Case management

Case management (also known as care 
management) refers to interventions delivered in 
the community (i.e. not in hospital or residential 
care settings) which focus on the planning and co-
ordination of care required to meet the identified 
needs of the person with dementia (39). It usually 
involves a professional (typically a nurse or social 
worker) who arranges and monitors a package of 

long-term care services. How case management is 
organised and implemented varies widely. A recent 
review of studies suggests that case management 
may be effective in reducing impact of caring 
and depression and improving carer subjective 
well-being, but these findings must be treated 
with caution due to the variation in interventions, 
outcome measures and reporting (39).

Multi-component interventions

Multi-component interventions, i.e. programs 
that combine a number of interventions such as 
information, education, skills training, psychosocial 
therapies etc., usually over an extended period 
of time, tend to show positive improvements in 
carer outcomes. In Parker et al’s (2008) systematic 
review of interventions to assist carers to support 
people with dementia living in the community, ten 
out of twelve studies using this approach reported 
significant outcomes, such as reduced depression, 
increased subjective well-being and self-efficacy 
(36). Multi-component, individualised psychosocial 
interventions are considered to be particularly 
promising. 

Social support groups

Social support groups tend to be more informal and 
less structured than other interventions, and can be 
led by professionals, volunteers or carers themselves. 
They are often organised by organisations such as 
Alzheimer’s Australia, and provide carers with the 
opportunity to share and discuss their experiences 
and feelings with others who are caring for someone 
with dementia in their local area.  The type of and 
rationale for these groups varies; they can be open or 
closed, provide opportunities for information giving 
or exchange, problem-solving, emotional support and 
friendship (40). 
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Research into the effectiveness of support groups is 
limited. Some studies suggest that support groups 
may have a beneficial effect for carers, for example 
in terms of carer satisfaction (40) and subjective 
wellbeing (37). Qualitative research has indicated 
that support groups can help empower carers, in 
terms of helping them construct an identity as a 
carer; promote a sense of competence in the role; 
foster the use of formal support services; and build 
a context in which carers feel understood (41). 
However, there is no conclusive evidence that they 
reduce the negative impacts of caring, such as carer 
depression and more studies are needed in this area 
(36, 42). 

“Some sort of carers’ support would be 
helpful. Whilst there are activities provided at 
ACT Carers, I have not heard of one-on-one 
counselling to help me with the decision making 
processes with knowledge of financial aspects, 
power of attorney issues, dealing with family 
members, etc.” (21)

Respite care services

Respite care has been defined as ”planned 
temporary relief for the caregiver through the 
provision of substitute care” (2, p.40). It may be 
used to give the carer a break from their caring 
responsibilities, for mental or physical relief, to allow 
carers to engage in social or recreational activities 
or in response to a crisis (43), and to allow the 
person with dementia to continue to remain living at 
home for as long as is appropriate (44).   From the 
perspective of the person with dementia, respite 
should allow ‘participation in an enjoyable activity 
(or activities) that is meaningful and appropriate, 
which provides opportunities for social engagement, 

companionship and stimulation and which supports 
them to live in the community for as long as 
possible’ (44, p.16). Formal respite care services 
vary, but may include in-home help, time spent in 
adult day care centres, or time spent in residential 
care facilities for the person with dementia (43). The 
type of respite used will depend on the needs of the 
carer, the person with dementia and the availability 
of services in the area. Use of respite care also 
varies in terms of the hours required, ranging from 
a few hours to a few weeks depending on individual 
needs (43).  

Not all carers will need or choose to use formal 
respite care services, but research indicates that use 
of respite services by carers of people with dementia 
is lower than would be expected (43), although that 
uptake is increasing (44). According to the Dementia 
in Australia Report, 39% of primary co-resident 
carers of people with dementia had used respite 
services – compared with just 11% of all primary 
carers (1). The report drew on data from the 2008 
Community Care Census which explored use of the 
National Respite for Carers Program. It asked primary 
carers of people with dementia for their main reason 
for first accessing respite and found the reasons 
varied: emotional stress and strain (49%); increasing 
needs of the care recipient (22%); carer employment 
issues (9%); and carer’s need for time to maintain 
regular activities (7%). Over half of co-resident 
primary carers of people with dementia (52%) said 
they needed additional support. The greatest single 
area of unmet demand was for more respite care: 
48% said this was the main area in which they 
needed more help. 

Evidence of the effectiveness of respite care 
services in terms of improving carer outcomes, such 
as mental and physical health, and stress, is mixed 
with some studies reporting positive impacts and 
others reporting no impact at all (43, 45). Those who 
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do use respite care tend to report high levels of 
satisfaction with the services they received (20, 43, 
44).  This includes allowing carers time for self-care, 
maintaining family and social relationships, catching 
up on rest, and providing relief from the caring role 
(43, 45). However, negative experiences have also 
been identified, in particular the poor quality and 
inflexibility of care provided by some in-home, day 
care and residential respite services (20, 46). In a 
recent review of the literature, Neville et al (2015), 
concluded that the difficulties in predicting whether 
and how carers will benefit from respite care 
services are due to the many differences between 
carers, people with dementia, services delivered and 
types of research carried out to date (43).  

 
“It has given me peace of mind to know that 
they are in a safe environment whilst I am away 
and that they are being properly cared for.” (20)

“Needed a rest and time to myself. There are 
things you can’t do around home when you’ve 
got a person with dementia because they want 
to be with you all the time.” (20)

“It is such a good place but it is so heavily 
booked. I gave them a few weeks’ notice and 
they were already fully booked.” (20)

“Respite services are very important to us 
[person with dementia and carer]. Without these 
services we would have had to place [the person 
with dementia] into care which would not have 
been in her or society’s best interest.” (20)

“I feel not enough options are available for carers 
or the clients.  There should be more flexibility, 
less complex organisation, and different options 
to meet the various needs of clients e.g. not all 
are over 80 and in advanced stages.” (20)
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CONCLUSIONS

Australia is facing a massive increase in the number 
of people with dementia and this in turn will lead 
to an increase in the number of people providing 
informal care.  Already over 200,000 Australians are 
supporting people with dementia.  91% of people 
living with dementia in the community have the 
support of an informal carer.

Most people with dementia and their families prefer 
that the person with dementia remain living at home 
for as long as possible. However, the impacts of 
caring are substantial and wide-ranging, and whilst 
positive impacts have been reported by some, 
many carers experience negative effects on their 
emotional, psychological and physical health, social 
activities and support networks, ability to work and 
finances. If we are to support people with dementia 
to live at home for as long as possible, there is a 
great need for effective community interventions 
and services to support carers in their role; to help 
reduce negative impacts such as isolation and 
illness, and to help increase self-efficacy, resilience 
and well-being. This need to support informal carers 
will only increase as the numbers of people living 
with dementia rises in the future. 

Interventions to support carers include information, 
education and training, psychosocial therapies, case 
management approaches, social support groups, 
respite care, and multi-component programs that 
combine a number of these.  Research to date 
suggests that structured multi-component and 
individualised psychoeducational and psychosocial 
interventions (i.e. interventions that combine 
information, education, skills training, and 
psychosocial therapies) led by qualified professionals 
over a period of time and with active participation 
by carers, tend to show the most positive 
improvements in carer outcomes. More research is 
needed to further examine the effectiveness of case 
management approaches, informal support groups 
and respite care. 
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