


What are the challenges for family carers of people with dementia?
The term ‘dementia’ describes significant loss of intellectual abilities, interfering with
social and occupational functioning. The most common condition that results in
dementia is Alzheimer’s Disease (see www.alzheimers.org.uk) that typically presents
in the early stages as a difficulty with short-term memory and problems with new
learning. The disabilities associated with dementia are long-term and progressive, and
ultimately affect all aspects of brain function. It is estimated that there are around
700,000 people with dementia in UK with the figure expected to rise to 1 million by
2025 (Dementia UK, 2007). The same report suggests that dementia costs the UK
economy £17 billion per year (£539 a second).

Family carers of people with dementia report greater impacts than do carers of people
without dementia in terms of caregiver strain, mental and physical problems,
employment complications, time for leisure and other family members, and family
conflict. Differential impacts remain even after controlling for caregiving involvement
and sociodemographic factors (Ory et al, 1999).

Pinquart and Sorensen (2004) suggest that the impact of caring for a person with
dementia is greater than caring for a physically frail elder due to a number of challenges
specific to caring for a person with dementia. These include:

• dementia-related behavioural problems and shifts in personality
• increased need for supervision and the associated lack of spare time for the carer
• isolation of the carer due to the care receiver’s behaviour problems
• limited ability of care receivers to express gratitude and the associated reduction in

uplifts of caregiving
• progressive deterioration of the care receiver, which reduces visible positive

long-term
• rewards for the carer’s engagement.

‘Caring for carers’ - support beyond respite
The most successful interventions to support family carers of people with dementia
have involved intensive, comprehensive and long-term relationships between family
carers and support services. Noteworthy models of care for carers of people with
dementia have included:

• Residential psychoeducation and support
(Brodaty and Gresham, 1989)
During a 10 day residential programme in Sydney, Australia, family carers took part
in education, discussion, and social activities including consideration of new ways
of coping. At the same time the people with dementia engaged in reminiscence,
environmental reality orientation and memory re-training activities. The
residential programme was followed up with conference calls between participants
for one year. The project evaluation demonstrated a significant impact on carer
wellbeing and survival of the person with dementia at home (Brodaty et al, 1997).
In spite of the success of the Brodaty and Gresham programme, intensive
residential programmes are not widely implemented in the UK, likely due to the
‘upfront’ cost. A similar residential programme was trialled in Finland with
extensive follow-up support (Eloniemi-Sulkava et al, 2001). Carer wellbeing was
not reported, and the rates of institutionalisation of the person with dementia were
the same for both the intervention and control group, thus failing to replicate the
success of the Australian study.

• Primary care memory clinic
(Moniz-Cook et al, 1998)
The interventions provided in this service in Hull included post-diagnostic
counselling, individualised memory rehabilitation for preservation of memory and
skills, and strategies for maintaining social activity and sharing responsibility with
family and social networks. Carers taking part in the intervention were
significantly less distressed than a control group. The intervention came top in the
list of effective interventions reviewed by Brodaty and colleagues (2003), but is not



a standard service model. Memory Clinics in the UK are more commonly provided
in NHS secondary care services, with most offering information and advice, but
only around half offering education, training, anxiety management or memory
rehabilitation (Lindesay et al, 2002).

• Family counselling and support
(Mittelman et al, 1995; 1996; 2006)
This longstanding programme for New York spouse carers involved individual and
family counselling, support groups and access to long-term telephone support.
Within the first four months after enrolment onto the programme, carers took part
in two individual and four family counselling sessions tailored to carers’ individual
needs and circumstances. Content would include learning techniques for managing
troublesome behaviors or promoting better communication between concerned
family members. The family counselling sessions included relatives suggested by
the carer but did not include the person with dementia. From four months post-
enrolment, carers were encouraged to attend a weekly support group in their local
neighbourhood. Carers in the programme also had access to long-term, ad hoc
telephone counsellors who could assist in dealing with crises, and with the
changing nature of symptoms for the person with dementia. The telephone
counsellors also provided information on resources and further assistance. In an
analysis of data collected over an 18-year period, Mittelman and colleagues (2006)
demonstrated that people with dementia whose carers had been on the programme
remained at home for one and a half years longer than those in the control group.
The difference was thought to be due to carers’ improved satisfaction with their
social support, improved management of difficult behaviours in the person with
dementia, and reduced carer depression. There has been no formal replication of
this model in the UK, but there are parallels with the service offered by Admiral
Nurses who provide long-term, carer-focussed support including management
advice, facilitation of access of support services and encouragement to attend
support groups. An evaluation of the Admiral Nurse service demonstrated a
significant reduction in anxiety over eight months in carers in receipt of Admiral
Nursing compared to support for the person with dementia and their carer by a
Community Mental Health Team (Woods et al, 2003). There were no differences in
depression, somatic symptoms or social dysfunction.

• Meeting Centres Support Program
(Droes et al, 2006)
The Meeting Centres are a Dutch initiative in which information and support is
offered to people with dementia and their carers through social clubs based at
community centres three days per week, with eight to ten informative meetings and
a long-term bi-weekly support group for carers. The aim of the intervention is to
support both the carer and care-recipient to make necessary adaptations, for
example coping with disabilities, maintaining social relations, developing working
relationships with other professionals and preparing for an uncertain future.
Evaluations of the programme in comparison to psychogeriatric daycare have
demonstrated a reduction in carer burden and a delay in institutionalisation in the
person with dementia. The model has been considered so successful that there are
now 60 such meeting centres throughout the Netherlands.

• Resources for the Enhancement of Alzheimer’s Caregiver Health
(REACH II; Belle et al, 2006)
This extensive research programme in the USA sought to bring together the most
successful intervention strategies from an earlier round of investigations (Schultz et
al, 2003; Gitlin et al, 2003). It was established that active strategies such as role
play had a greater impact than passive strategies such as the provision of
information, and that a range of outcomes should be targeted. The final
intervention was delivered over a six month period and included nine 90 minute
in-home sessions, three 30-minute telephone sessions and five structured
telephone support group sessions using a computer-integrated telephone system
with display screens to provide information and facilitate conference calling. The
intervention was delivered in English or Spanish and was individually tailored
based on risk profiles in each of five key areas: depression, burden, self-care and
healthy behaviours, social support and problem behaviours. Interventions included



problem-solving, stress/anxiety management and behaviour management,
strategies to enhance communication with service providers and family members
and training in the use of specific features of the computerised telephone system
(eg resource guide, respite, healthy living). The intervention led to an improved
quality of life and reduced depression for white or Caucasian and Latino or Hispanic
carers but not for Black or African-American carers. There were differences in
admission of the person with dementia into care.

• Long-term befriending by lay volunteers(BECCA trial)
(Charlesworth et al, 2008)
Social support is an important factor for many carers, and befriending is a popular
intervention most especially within the voluntary and charitable sector. The BECCA
trial sought to investigate the impact of voluntary sector provided lay-befriending on
carer well-being. The model of befriending was ‘emotion focussed’, and was centred
on the provision of ‘companionship and conversation’ rather than practical
assistance. Take-up of the intervention was more limited than anticipated, and the
overall evaluation showed no difference in outcomes between those who were and
were not offered contact with the befriending services. This finding was in keeping
with the results of a trial of short-term (eight week) peer support by family carers of
people with dementia (Pillemer and Suitor, 2002), and it would be difficult to make
a case for commissioning short-term befriending. It takes time for a ‘befriender’ to
become a ‘friend’ and there is some indication that in befriending relationships
established for six or more months, there may be benefits in mood state and
perceived health. Further research is required into the combination of befriending
with other interventions.

What interventions are recommended?
In making recommendations for interventions to support carers of people with
dementia, the National Institute for Clinical Excellence and the Social Care Institute for
Excellence (NICE-SCIE) took into account the findings from the research literature. As
described above, the most successful interventions are tailored and multi-component,
including for example:

• individual or group psycho-education
• peer support groups with other carers
• training courses about dementia, services and benefits, and communication and

problem solving in the care of people with dementia
• involvement of other family members.

The NICE-SCIE guidance also encourages use of support and information by telephone
and through the internet, although the evidence base for the latter is in its infancy.

In keeping with the National Carers Strategies from 1999 and 2008, the NICE-SCIE
guidance includes calls for a range of respite options such as short-breaks, day and
night sitting services, and longer-term respite, even though the evidence for benefit to
people with dementia or their carers from such services is limited and at times
contradictory (Arksey et al, 2004).

Where carers are experiencing high levels of distress in relation to caring, formal
psychological therapies such as cognitive behavioural therapies were recommended,
although the evidence base for this is limited at present. The guidelines also
emphasised the importance to family carers of services providing high quality care and
meaningful activities for the person with dementia.

What do we need to know?
Most of the existing models of psychosocial support for carers of people with dementia
are based on a ‘mental health’ model in which treating depression takes centre stage,
and in which positive and negative moods are seen as ‘two sides of the same coin’.
We need to know whether depression should be regarded as an illness for carers, or
whether it is more helpfully conceptualized as an aspect of chronic stress, adjustment



or grief. We need to know whether carer support interventions would be more
successful if focused on reducing anxiety rather than targeting depression.
We also need to know whether generic carer education programme such as the
recently introduced ‘Caring with Confidence’ programme are suitable for specific
groups of carers such as carers of people with dementia. Further exploration is also
needed into support of carers by more experienced peers.

While caring for a person with dementia can have profound and long-term negative
impacts, there has been recent interest in the positive aspects of caring. Andren and
Elmstahl (2005) surveyed 152 carers of people with dementia and 51% of spouse
carers and 66% of adult-offspring carers reported either ‘a great deal’ or ‘quite a lot’ of
satisfaction. In a sample of 1229 carers of people with Alzheimers in the USA, Tarlow
and colleagues (2004) found that between 60 and 80% of carers agreed that caring
made them feel: needed, strong and confident, more appreciative of life, good about
themselves, useful, more positive attitude towards life, appreciated and that
relationships with others were strengthened. In the wider literature on family care,
the EUROFAMCARE partners have suggested that positive experiences in caring are
more closely associated with the available social network than are negative
perceptions of caring (Balducci et al, 2008). This should be further investigated for
family carers of people with dementia.

Key messages
Caring for a relative with dementia is psychologically demanding in terms of the
intensity and duration. The ongoing changes in the care recipient over many years
mean that carers are frequently required to adjust and adapt. To support the
adjustment process, psychosocial care for carers must go beyond giving carers
occasional breaks from caring, and needs to involve the long-term provision of high
quality, tailored and timely multi-disciplinary and active education, psychoeducation
and skills training. Resources need to be available for emotional as well as practical
support. There is a need to develop comprehensive local services that work in
partnership both with the person with dementia, their primary carer and their wider
support network. Carer support should be available across the entire ‘caregiving
career’, and not limited to the time when carers are providing ‘in home’ care.

Written for research in practice for adults by Georgina Charlesworth, Lecturer in
Clinical and Health Psychology of Old Age, University College London, and Honorary
Consultant Clinical Psychologist, North East London Foundation Trust
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