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Executive summary

The term ‘dementia’ describes a group of conditions which lead to progressive changes
in the structure and function of the brain. These changes in turn alter how people think
and behave and their ability to manage everyday life. Dementia therefore has a profound
psychological impact on the people who experience it and on their families. As every
individual is different, the impact is different for each person.

Psychological research has made, and will continue to make, a significant contribution to
our understanding, diagnosis and treatment of dementia. In addition, it can contribute

to the development of programmes aimed at reducing the risk of developing dementia.
Psychologists are instrumental in the developing focus on asserting and upholding

the human rights of people with dementia and ensuring their active and meaningful
involvement in decisions about their own lives and in planning and evaluating the services
they receive. Focusing on the person rather than the disease leads to an emphasis on what
helps people to live well with dementia.

This report presents a psychological perspective on the nature and experience of dementia
and outlines the extensive contribution that psychologists make in this field. It highlights

a number of areas where action is needed to improve understanding and care, and makes
recommendations for commissioning services. The document reflects universally applicable
principles of good psychological practice, while recognising that there are differences
between the four UK nations in policy and strategy emphasis, and in service delivery.

The best way to diagnose, treat and support people with dementia is through multi-disciplinary
teams that include psychological support alongside doctors, nurses and therapists. In many
places services do not meet this standard. There is an urgent need to address the gap in
provision, and make sure people with dementia and carers receive appropriate psychological
support alongside other treatment. Psychologists also contribute to the training of health and
social care staff who support people living with dementia and their family carers.

Access to psychological understanding and expertise is essential for those living with
dementia and for their families and carers at every stage, from diagnosis to end of life
care. Psychologists are well-placed to ensure an emphasis on an individual, person-centred
approach in each case as well as being uniquely qualified to carry out specialist assessments
and interventions. Psychological interventions play a key role in improving the wellbeing
of people with dementia and their family and carers. Improving people’s experience

of dementia means improving the support they get to process how they feel, and how

they understand and think about the condition, their future and their relationships.
Maintaining a sense of control, identity and connection is a key focus as dementia
progresses. Without it, there is a risk that the person will experience a sense of isolation
and dislocation at a time when the resources to protect against this threat are lacking.

Enhancing the contribution of psychological expertise and skills could have wide reaching
benefits, including fewer people with dementia, more timely diagnoses, reduction in the
need for medication, reduction in psychological distress and behavioural difficulties,
reduction or delay in admissions to residential care, increased staff knowledge and expertise,
increased carer wellbeing and improvement in quality of life for people living with dementia.
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Recommendations

Prevention/risk reduction

® As lifestyle factors contribute significantly to the risk of developing dementia a
psychological approach is needed to enable people to make sustainable changes in
behaviour and adopt healthier lifestyles.

Assessment
® As part of the diagnostic process, access to timely and prompt psychological
assessment, including specialist neuropsychological assessment, is essential.

Planning care

® Improving people’s experience of dementia means ensuring that their care and
treatment is individually tailored to their needs throughout the dementia journey.

® People with dementia should be supported in making their own decisions as far as
possible. When this is not possible, their wishes, feelings, values and beliefs should
be taken into account, in consultation with carers, to the greatest extent possible in
making decisions in their best interests.

Treatment and support

® People with dementia should have the opportunity to participate in meaningful
activities, and be part of a local community that is dementia-friendly and fully supportive.

® Dementia care plans must cover all the person’s needs, including equal access to the
right healthcare for other mental or physical health needs.

® To ensure the best possible outcomes for people with dementia, multi-agency multi-
disciplinary teams in health and social care should include psychologists, and those
receiving care in hospitals and care homes should have access to multi-disciplinary
teams which include psychologists.

® Psychologists should be involved in training and supporting a workforce able to deliver
excellence in dementia care.

Families and carers
® Families and carers play an important role in improving people’s experience of
dementia. They should be included in care planning and should have access to

psychological support.

Training and research
® Inspiring the change needed to deliver excellence in dementia care means investing in
psychological research to improve practice.
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Introduction

Dementia is an umbrella term that encompasses a group of conditions that progressively
reduce the brain’s ability to function. Although dementia results from physical changes
in the brain, the effects of dementia are primarily psychological in nature, as they involve
progressive changes in mental (or ‘cognitive’) functions such as memory, language,
attention, concentration, visual perception, planning and problem-solving. Sometimes
these changes are also associated with movement-related difficulties, such as trouble with
reaching, walking or swallowing. The result of these changes is to reduce the person’s
practical ability to manage everyday activities. This often occurs at a time in life when
people are also experiencing other changes in health, lifestyle and social engagement.

Dementia has a profound psychological impact, affecting people’s sense of identity, how they
behave, their mood, and their overall wellbeing, as well as all aspects of their relationships
with others and their ability to manage everyday activities. The impact of dementia is not
confined to people who directly experience the condition. It also has a major effect on their
families and friends, and ultimately dementia touches everyone in society. As awareness and
understanding of the personal and social impact of dementia has increased, there has been

a growing interest in the role that psychologists can play in its prevention, treatment and
management, and in supporting people to live well with dementia.

One major contribution that psychologists have made is to support the move from a
narrow focus on disease to thinking about dementia in terms of disability. In this way,
psychologists have helped to highlight the importance of focusing on the person rather
than the disease, leading to an emphasis on what helps people to live well with dementia.
Providing good psychological care is a key element in supporting people with dementia
and carers and enabling them to live well with dementia.

This report outlines the role and contribution of psychologists in these areas and presents
recommendations for ensuring good psychological understanding and care. Throughout
this document, as well as showing recommendations for psychological care, boxes are used
to highlight the manner in which good psychological care can lead to optimal outcomes,
based on a set of ‘I Statements’ developed by people with dementia and carers' that reflect
universally-relevant aspects of the experience of living with dementia.
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Dementia in the UK: Facts and figures

There are many conditions associated with dementia, but 89 per cent of these fall into
three main categories: Alzheimer’s disease (62 per cent), vascular dementia (17 per cent),
and mixed Alzheimer’s and vascular dementia (10 per cent)®. Rarer types of dementia
include Lewy body dementia (4 per cent), fronto-temporal dementia (2 per cent) and
Parkinson’s dementia (2 per cent), with over 100 other diagnoses accounting for the
remaining 3 per cent of cases. It is estimated that there were 773,502 people aged over 65
with dementia in the UK in 2014, representing 7.1 per cent of the 65+ population. This

is thought to include about 15,000 people from black or minority ethnic groups. While
dementia primarily occurs in people aged over 65, and prevalence increases with age,
dementia can also affect people of working age. There were thought to be 42,325 people
with young-onset dementia (starting under the age of 65 years) in the UK in 2013* People
with learning disabilities may experience dementia at a relatively young age; for people
with Down’s syndrome, where there is a genetic link to Alzheimer’s disease, the average
age of onset is 55 years. There is currently no medical treatment that can tackle the cause
of the cognitive decline, and no cure for any form of dementia. The main pharmacological
treatments currently available for symptoms of dementia have limited benefits and are
suitable for only a proportion of those diagnosed".
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Prevention

Most people who are diagnosed with dementia experience symptoms late in life, where
the individual risk of developing the condition is related to a complex range of factors
including genes, environment and lifestyle. Some rare forms of dementia occur at an
earlier age, and these are more strongly genetically-linked.

It has been estimated that up to one-third of cases of Alzheimer’s disease are attributable to
the effects of potentially-modifiable factors, such as diabetes, midlife hypertension, midlife
obesity, physical inactivity, depression, smoking and limited educational opportunity early
in life.” Social initiatives aimed at tackling inequality and deprivation, increasing activity
levels, and improving general health and fitness in the population can all potentially
reduce the prevalence of dementia.

Reducing the risk of developing dementia, or delaying its onset, is increasingly considered
to be an important goal for health policy both in the UK and elsewhere." Environmental
and lifestyle factors may contribute to triggering changes in the brain linked to the
development of dementia, with a range of lifestyle and behaviour choices across the
lifespan playing a part. Therefore, helping people to make changes in behaviour and
lifestyle could reduce their risk of developing the most common types of dementia such

as Alzheimer’s disease or vascular dementia in later life. Because the brain changes that
lead to these forms of dementia can begin many years before symptoms become evident,
adopting healthier behaviours earlier in life could help to counteract this process.

Psychologists are well-placed to contribute to the development and implementation of
public health initiatives aimed at promoting cognitive health and reducing the risk of
dementia. The interventions aimed at prevention of dementia that are most likely to
prove effective are those based on psychological theories of motivation and behaviour
change. Research has indicated that social engagement, physical and cognitive activity,
and a healthy diet are among the key factors that protect against developing dementia.’
Alongside medical factors, therefore, it is important at an individual level to target

psychosocial and lifestyle factors that may reduce risk.

Prevention

As lifestyle factors contribute significantly to the risk of developing dementia a psychological
approach is needed to enable people to make sustainable changes in behaviour and adopt
healthier lifestyles.
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Assessment

In order to make an accurate diagnosis, offer an appropriate assessment of severity and
progression, and provide effective care and support for people with dementia and their
carers from pre-diagnosis to end of life care, it is vital to integrate multiple perspectives,
including a psychological perspective. A process of individualised assessment leads to
an understanding of the complex interplay of factors affecting the extent to which each
individual is able to live well with dementia, and guides the provision of person-centred
care throughout the dementia journey.

Psychological assessment

Receiving a diagnosis of dementia is a life-changing event. For the person affected by
dementia, becoming aware of significant changes in memory or everyday ability creates

a psychological dilemma about whether or not to seek help. Making the decision

to acknowledge one’s difficulties and to seek help can be a frightening experience,
exacerbated by the stigma surrounding dementia in the wider community. While opting to
carry on as if nothing has changed may enable the person to avoid some of the emotional
distress, it can also lead to increased conflict with family members and increased levels of
stress. It is vital that health professionals are sensitive to the psychological impact of what
people are experiencing, whilst providing an accurate and timely assessment.

Psychologists are key members of multidisciplinary teams engaged in diagnosis of
dementia. They are the only professionals qualified to carry out neuropsychological
assessment as well as having the necessary skills to undertake the complex therapeutic
interventions that may be required following diagnosis. Psychologists also train other
professionals in the use of screening tests that can highlight a need for more detailed
assessment, and simpler cognitive tests that can help to confirm a diagnosis where
difficulties are already more extensive and well-established.

Counselling before a diagnosis is confirmed is an important part of the diagnostic

process during which concerns can be discussed and information given. Where a detailed
neuropsychological assessment is needed to establish whether the person’s difficulties are
due to dementia or to a different condition, the individual and family need to understand
the nature, purpose and possible outcomes of the assessment if they are to make an
informed decision about whether to proceed.

Once informed consent for diagnostic assessment has been obtained, a neuropsychological
assessment carried out by a psychologist working as part of a multi-disciplinary team provides
essential information that can help to clarify whether dementia is present and, if so, to
determine the specific type and severity of dementia. The clinical signs and symptoms of
dementia vary in the different sub-types, and even within any one sub-type there are different
profiles and considerable individual differences in the pattern of symptoms.

A neuropsychological assessment involves asking the person, where possible, to complete
a set of tasks that evaluate aspects of mental ability in order to identify the pattern of
strengths and difficulties. These are likely to cover memory, reasoning, problem-solving,
decision-making, planning, attention, language and visual perception. It also involves
gathering a comprehensive account of the way in which the person is functioning in
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daily life and how this may have changed, as well as information about the person’s
circumstances, relationships and general health. The resulting information is used to
determine the most likely reasons for any difficulties and ways in which these might be
alleviated, particularly where the diagnosis is uncertain. Equally importantly, it contributes
to a detailed formulation of the person’s situation and needs, and makes it possible

to identify opportunities for building on the person’s strengths and thus to help with
developing coping strategies.

What is formulation?

Formulation is the summation and integration of the knowledge that is acquired by assessment.
This draws on psychological theory and research to provide a framework for describing a client's
needs. What makes this activity unique to psychologists is the knowledge base, experience,

and information on which they draw. The ability to access, review, critically evaluate, analyse
and synthesise data and knowledge from a psychological perspective is one that is distinct to
psychologists, both academic and applied.

Following assessment, communication of the diagnosis must be done sensitively, with
sufficient time allowed for discussion and the opportunity for follow-up appointments.
Knowledge gained through the processes of pre-diagnostic counselling and assessment can
help to ensure that the discussion, and the explanations given, are individually-tailored, and
that the person’s wishes about how and what to be told are respected. Any ongoing support
offered to facilitate adjustment to living with the condition should be appropriate to the
needs of the individual and family. Communicating a diagnosis of dementia is challenging
for health professionals, and staff engaged in this work benefit from psychological input in
developing and maintaining an approach that is sensitive and person-centred.

As dementia progresses, further psychological assessment offers an important means of
monitoring progression, identifying retained strengths and responding to changing needs,
and ensuring timely and appropriate support. Detailed assessment is sometimes needed

to help distinguish whether particular issues are due to dementia or result from other
health needs. Psychologists can help families and care staff to understand that care must
be adapted as the dementia progresses, so it is vital that there is input from psychologists
throughout the trajectory of a person’s experience of dementia.

Assessment

As part of the diagnostic process, access to timely and prompt psychological assessment,
including specialist neuropsychological assessment, is essential.
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Planning care

I have personal choices and control or influence over decisions about me.’

Choice and control: What does good psychological care involve?

® Llistening to what people with dementia want and making sure that their voices are heard.

® Ensuring through clinical leadership that the diagnostic pathway is based on good
psychological care; for example, ensuring that pre-diagnostic assessment counselling is
offered to everyone seeking a formal diagnosis.
Contributing a detailed neuropsychological assessment to inform differential diagnosis.
Ensuring that the expertise, input and involvement of family carers and other advocates is
encouraged where the person with dementia needs additional support in exercising choice
and control.

Each individual’s experience of dementia is unique. Dementia affects people from all
groups within society, and it is vital to ensure that all groups have equal access to high-
quality services and care in a timely manner throughout the course of dementia. The
experience of dementia is influenced both by the types of changes that characterise the
person’s dementia and by the person’s life experience, personality, resources, and family
and social context. Dementia is a progressive condition, and the nature of the experience,
along with the resulting needs, will change over time. The trajectory and rate of change
varies considerably and can be influenced for example by other physical health conditions.
The care needs of people experiencing young-onset dementia, who may have young
families, who are often physically fit and mobile, and who enjoy the kinds of interests and
activities shared by people in their own age-group, can differ considerably from those of
people who develop dementia in later life.

There is a need to consider models of service that can improve accessibility. Clinical
services must be sensitive to people with a range of abilities, cultures and backgrounds and
from different age-groups. Services are less accessible for people from black and minority
ethnic groups, who are under-represented in memory clinics. Some groups may require
services tailored to their particular needs; for example, specialist expertise is required to
diagnose dementia in people whose first language is not English and those with intellectual
disability in order to provide appropriate post-diagnostic support.’

People cope with dementia in different ways. Some acknowledge and accept the diagnosis,
confront its implications, and actively make changes that can help them to manage the
condition better. Others cope by trying to keep things the same and taking one day at a
time. Some people may be unable to understand the diagnosis and its implications, and a
small proportion of people diagnosed with early-stage dementia seem not to acknowledge
that they are experiencing any particular difficulties or that there is anything wrong. This
apparent lack of awareness may in some cases be caused by changes in the brain, but it
can also reflect the way in which people respond to the emotional threat that dementia
represents. These different ways of coping mean that psychological support must be based
on a formulation of individual needs and circumstances.
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Planning care
® Improving people's experience of dementia means ensuring that their care and treatment is
individually tailored to their needs throughout the dementia journey.

Understanding dementia from a social and psychological perspective has had a major
impact on how the condition is understood and how those experiencing it are viewed.”
There is now an increased focus on the importance of asserting and upholding the
human rights of people affected by dementia, alongside people with other disabilities.
Psychologists are instrumental in the growing move towards inclusion of people with
dementia in decisions about their own care and in supporting their active and meaningful
involvement in decision-making in their own lives and in service evaluation and planning.®
This movement actively contributes to the reduction of the stigma surrounding dementia
and the development of dementia-friendly communities.

Maintaining a sense of control, identity and connection is a key focus as dementia
progresses. When it becomes harder to remember and communicate important
information or to access familiar and personally-meaningful experiences, there is a risk
that the person will experience a sense of isolation and dislocation at a time when the
emotional resources to protect against this threat are lacking. It is vital that health care
staff, together with family and friends and all those in regular contact with a person
affected by dementia, work to support and maintain links with key aspects of the person’s
individual, social and cultural identity, including personal preferences, wishes, memories
and experiences, and that this kind of support is integral within different contexts of care.
This support helps to engender trust, to establish a sense of security and comfort, and

to provide a sense of social connection, and thus maintains wellbeing and self-esteem.
Positive interactions and supportive contexts can help to mitigate the impact of particular
difficulties or symptoms.

Planning care

® People with dementia should be supported in making their own decisions as far as possible.
When this is not possible, their wishes, feelings, values and beliefs should be taken into
account, in consultation with carers, to the greatest extent possible in making decisions in
their best interests.

Psychological dimensions of dementia: Putting the person at the centre of care



Treatment and support

Psychological support and interventions in the early stages of dementia

I have the knowledge and know how to get what | need and so does my carer.'

Information and support: What does good psychological care involve?
Promoting an understanding of how information can be communicated in a timely way.
Signposting people to other sources of information and support along the dementia pathway.
Working to remove barriers to accessing available support.

Supporting people to draw up advance statements regarding their future care

Current Government policy emphasises the importance of timely diagnosis of dementia,
and of diagnosing a greater proportion of people with the condition. However, a diagnosis
is of questionable value if it does not result in access to appropriate information, treatment
or support. Support immediately after diagnosis is vital if people are to live well with
dementia. There is an urgent need for commissioners and service providers to address this
gap in provision, and to identify ways of ensuring that people with dementia and carers
receive appropriate psychological support.’

Provision of psychological support and access to evidence-based psychological and social
interventions can help to promote adjustment, maintain everyday functioning and alleviate
psychological distress and therefore reduce the need for medication. Insufficient attention
has been paid to ensuring that people with dementia and carers can access these kinds of
support, which are only available to a small percentage of those who might benefit.

Psychological interventions play a key role in improving the wellbeing of people with
dementia and their carers." Therapeutic interventions such as systemic, cognitive-
behavioural and other therapies provided individually or in groups can help people
process some of the difficult emotions associated with a diagnosis of dementia and thus
adjust and cope. Psychologists encourage family members and care staff to understand
the importance of strategies that can help to maintain a sense of identity and connection
when memory for important people, events and experiences fades, such as the timely
development of life story books.
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I have a sense of belonging and of being a valued part of family, community and

civic life.”

Belonging and being valued: What does good psychological care involve?

® Supporting the development of dementia-friendly communities.

® Actively involving people with dementia and their families in service evaluation and
strategy development.
Providing training for voluntary organisations working with people living with dementia.
Involving people with dementia in training and interventions as ‘experts by experience'.

Throughout the four UK nations, dementia-friendly and dementia-supportive communities
are being created, where people have an awareness of what it is like to live with dementia and
are therefore more likely to be supportive of a person with dementia in their community.
The Dementia Friends initiative has energised this process with over 1.5 million recruited
throughout the UK since 2014.""* People with dementia and carers have developed, and
participate in, many formal and informal networks including support, self-help and

advocacy initiatives.

As dementia progresses, psychological and psychosocial interventions, delivered by staff
from a range of disciplines including psychologists, continue to offer important benefits.
The selection of appropriate options is based on psychological assessment and formulation
from a positive behaviour support perspective that considers all aspects of the person’s

life, including health, relationships, social networks, and the physical environment. As

well as providing psychological interventions, psychologists also support access to a range
of interventions offered by other staff groups. These include for example counselling,
reminiscence, cognitive stimulation, creative activities, individually-tailored activities, and
sensory stimulation. Appropriate interventions can promote wellbeing and increase the
likelihood of people with dementia living full lives in their local communities.

Treatment and support:

People with dementia should have the opportunity to participate in meaningful activities, and
be part of a local community that is dementia-friendly and fully supportive.
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Psychological support and interventions as dementia progresses

I have support that helps me live my life.’

Support to live a meaningful life: What does good psychological care involve?

® Advising on the development of services that are person-centred and recovery-focused,
enabling people to live lives that are meaningful and satisfying.
Encouraging the collection and use of life stories in clinical practice.
Working to support the capacity of people with dementia to make their own decisions as
far as possible, and identifying and promoting their best interests in areas where they are
deemed to lack capacity.

® Providing evidence-based psychological interventions to people with dementia and
their carers.

® Devising strategies for maintaining or improving a person's skills, interests and activities,
based on a clear understanding of the person's strengths and difficulties and of what is
important and meaningful to the person.

Some people with dementia will make the transition to living in a residential home or
nursing home. About one-third of people with dementia live in care homes, and about 70
per cent of care home residents have dementia.” Psychological support for the person with
dementia and any family members involved can help to ease the transition and allow a
smooth adjustment in these very challenging circumstances. Psychologists and other health
professionals provide training, psychological support and supervision for staff in residential
settings that helps to develop their understanding about ways of providing person-centred,
rather than institutional, care.

People with dementia, especially those living in residential care settings, may show high levels
of distress or engage in behaviour that others find difficult to understand. Dementia can
impact on a person’s ability to communicate needs and wishes. Behaviour can be understood
as a response to distress or as means of communicating or addressing an unmet need.

Often the response to behaviour that is considered difficult is to prescribe anti-psychotic
medication or major tranquillisers, despite evidence that this is frequently ineffective in many
cases, and may have very harmful effects or even prove fatal in others." It is now recognised
that such medication should not be used until the application of psychological and social
interventions has been fully explored, and then only in the short term. An alternative,
psychological approach is based on understanding the meaning and function of behaviour,
rather than viewing it as an inevitable symptom of an underlying illness."

This kind of positive behaviour support is founded on the premises that behaviour occurs
for a reason or serves a particular function. It may occur in response to the individual’s
internal or external environment or reflect an underlying unmet need, pain or illness, and
it is influenced by the person’s pattern of cognitive strengths and weaknesses. Behavioural
approaches involve developing an understanding of why the behaviour occurs, and what
internal or external factors trigger or maintain it. This helps to identify ways of preventing
the behaviour happening or of responding to it appropriately when it does occur. An
acceptance of the importance of cultural and other values is integral to this approach, as is
an emphasis on preventative strategies through the delivery of person-centred care.
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Psychology and co-morbid health conditions

People with dementia often also have other physical and mental health conditions, with
high levels of co-morbidity. For some people, these co-morbid conditions create more

of a challenge, and are more disruptive to everyday life, than dementia. It is important
that any concurrent health conditions are recognised and appropriate treatment offered.
It is also important to accept that treatment for co-morbidities may be refused — either
contemporaneously by people with the capacity to do so, or in advance via the mechanism
of a legally-binding Advance Decision — (e.g. refusing a feeding tube with end-stage
dementia). Treatment of co-morbidities should be provided if — and only if — it is in the
person’s best interests and has not been legitimately refused. People with dementia should
be able to access mental and physical health services appropriate to their needs. Provision
of effective psychological therapies for mental health issues such as depression or anxiety
requires an understanding of changes in cognition, of the emotional impact of dementia,
and of the context in which people experience and live with dementia, including their
attachments and relationships. Psychological therapies often need to be adapted to
compensate for the impact of cognitive changes and to ensure sensitivity to the individual’s
wider context. Management of physical health conditions is important to avoid hospital
admission wherever possible.

Treatment and support

Dementia care plans must cover all the person's needs, including equal access to the right
healthcare for other mental or physical health needs.

Psychology and end of life care

Good end of life care covers all aspects of wellbeing. The focus is on the quality, rather
than the length, of life, relieving any discomfort and distress, and providing care that is
underpinned by compassion and respect. While dementia itself shortens life expectancy,
people living with dementia may also have other life-limiting illnesses which result in death
while their dementia is at a relatively early stage.

The European Association for Palliative Care" drew on expert evidence and consensus to
describe an optimal approach to palliative dementia care. Palliative care should provide
relief for the emotional, psychological, relational and physical challenges that face people
with severe dementia. Untreated or undertreated pain is commonplace leading to distress,
disturbed behaviour, depression, decreased functioning and increased dependency.

People with dementia have the right to make their own decisions about end of life care
when they have the mental capacity to do so. This includes the right to consent to or to
refuse treatment for other life-limiting illnesses. People in the earlier stages of dementia,
who have the capacity to make treatment decisions for themselves, should also be offered
the opportunity to make an Advance Decision and should be supported in doing this.

For someone with severe dementia, end of life care may last for weeks, months or even
years, making planning uncertain and difficult. The emotional reactions of family and
close friends before and after death may be complex, reflecting the long duration of
the illness. People living with severe dementia often become isolated, which leads to
depression, withdrawal and negative health outcomes. Although spoken language is
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likely to be severely affected, the person with dementia will still be able to respond at an
emotional level. Carers require the ability to sensitively attend to signs of wellbeing and
ill-being and respond appropriately. For both staff and family members, caring for
someone at the end of life can be very rewarding and a time of great closeness.

Psychologists are well-placed to contribute to policies aimed at providing co-ordinated
and holistic support that responds to an individual’s wishes and needs, so that people with
dementia end their lives with dignity and free from pain.

Treatment and support

To ensure the best possible outcomes for people with dementia, multi-agency multi-disciplinary
teams in health and social care should include psychologists, and those receiving care in hospitals
and care homes should have access to multi-disciplinary teams which include psychologists.

Psychology and service delivery

The needs of people with dementia are best met when all services work closely together,
alongside other community resources, to deliver integrated care. Psychologists are key
contributors to this process. Through their detailed understanding of cognition, behaviour,
emotions and social interactions, psychologists offer expertise in many aspects of dementia
diagnosis, care and management, as well as prevention and risk reduction. Psychologists
from a range of backgrounds and with varying types of expertise contribute to providing
effective services and care. Practitioner psychologists are trained to doctoral level and may
progress to consultant level, and a continuing commitment to training sufficient numbers
of practitioner psychologists is vital. The largest group of practitioner psychologists involved
in dementia care are clinical psychologists who work as part of multi-disciplinary teams in
memory clinics, services for older people or other specialist services, but psychologists from
a range of specialisms also play a vital role. Amongst these are clinical neuropsychologists,
health psychologists and counselling psychologists. The nature of practitioner psychologists’
training enables them to play a key role in undertaking detailed psychological assessments
and interventions, training and supporting other staff groups, evaluating service provision
and overseeing the provision of good psychological care.

Psychologists are at the forefront of developing and evaluating interventions, and train
and supervise other staff groups to deliver these. These include, for example, information
about practical strategies for dealing with memory problems, self-management groups, or
individually-tailored cognitive rehabilitation to support engagement in everyday activities,
promote independence and boost confidence.

Health and social care staff need training and support to provide high quality, person-
centred care to maintain dignity and quality of life. Staff providing care for people

with dementia face many challenges and, in addition to skills training, need effective
support and supervision, with a focus on maintaining their own psychological wellbeing.
Psychologists are vital for the provision of this form of work due to both their academic
background and their training in providing therapeutic support at many different
levels, including individual, group and systemic psychotherapy and neuropsychological
rehabilitation. Psychologists contribute to training care staff in implementing positive
behaviour support approaches and can provide specialist expertise where this is needed.
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Where stays in acute hospitals are unavoidable, it is essential that staff members at all levels
are supported and equipped to care for patients who have dementia. Psychologists are well-
placed to contribute to training and supporting staff on general hospital wards to provide
good-quality care for patients with dementia and support effective communication of
personal needs and preferences.

Treatment and support

Psychologists should be involved in training and supporting a workforce able to deliver
excellence in dementia care.

Increasing pressure on health care systems, resulting from financial constraints and

the need to develop services that are more responsive to need, is likely to lead to the
development of innovative methods of assessment and intervention. It is important that
these services are evaluated appropriately and that any new service development continues
to hear the voice of people affected by dementia. Psychologists are trained in service
evaluation and are well-equipped to contribute to this process.
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Families and carers

Tlive in an enabling and supportive environment where [ feel valued and understood.’

Enabling and supportive environments: What does good psychological care involve?
® C(Challenging ageist attitudes and reducing the stigma of dementia, and promoting social
inclusion and involvement in valued roles and activities.
® Helping families, carers and care staff understand that behaviour that challenges
communicates an unmet need.
Training staff in the use of psychosocial approaches to meet the person's needs.
Advising on environmental adaptations to promote independence and reduce risk.

Family members of people affected by dementia who take up the caring role cope with this in
different ways. They may have other challenges to cope with, such as physical health problems
of their own, and they may have to combine caregiving with other family and employment
responsibilities. This is particularly the case for carers of younger people with dementia, who
have higher levels of burden than their older counterparts, even when severity of dementia and
levels of behavioural disturbance are the same. It is important to work with carers and involve
them in the process of deciding what kinds of support will be most useful and when.

Providing information can help carers understand the condition and what to expect, and
enable them to respond in a helpful way to the needs of the person with dementia. Sharing
experiences with other carers in a similar situation can also be invaluable. Beyond this,
carers often benefit from detailed advice and training in specific skills that can develop
resilience and coping skills, support their own wellbeing and that of the person with
dementia, and enable both to maintain a good quality of life. This kind of support may be
needed at any stage of dementia, depending on individual needs and circumstances, but
should always be available at the time of diagnosis and at key transition points such as a
move to residential care. Where care is in danger of breaking down or either the person
with dementia or the carer is at risk, skilled couple therapy may be needed.

Carers derive most benefit from structured multi-component psychological approaches
provided by skilled and experienced practitioners over a defined period, followed up by
ongoing contact. Key components of these interventions are

® Emotional and psychological support — encompassing emotional support, counselling
or psychotherapy, and development of stress management and self-care strategies.

® Information — including developing knowledge about dementia and the support
services available, and understanding the behaviour of the person with dementia.

®  Skills training — focusing on, for example, how to communicate effectively with the
person with dementia, how to respond to distress, how to engage a person who has
become inactive or withdrawn, and how to support meaningful activity and occupation.

® Increasing social support — for some carers, involving the wider family or otherwise
strengthening networks of social support is an important consideration.

Families and carers

Families and carers play an important role in improving people's experience of dementia. They
should be included in care planning and should have access to psychological support themselves.
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Training and research

I know there is research going on which delivers a better life for me now and hope
for the future.’

Participating in research: What does good psychological care involve?

® Promoting engagement of people with dementia and their supporters in setting the
research agenda and development of research ideas and protocols.
Ensuring research opportunities are communicated at a helpful point in the pathway.
Promoting appropriate research to add to the evidence base on psychosocial interventions.
Providing smaller scale, qualitative and interview based approaches to researching the
experience of people with dementia and their supporters.

® Ensuring that participation in research is a constructive and positive experience for people
with dementia and carers.

Research on dementia can help people living with dementia now and help prevent
dementia in the future. The Join Dementia Research initiative has been set up to
encourage people with dementia and carers to participate in research.'” Academic
psychologists, who may also hold practitioner qualifications, work with colleagues from
a range of disciplines to conduct research aimed at understanding aspects of dementia,
developing and evaluating interventions, identifying better ways of measuring outcomes,

and enhancing the provision of services and care.

Psychologists have made a major contribution to identifying the different sub-types of
dementia and outlining their characteristics, and have been at the forefront of attempts
to better understand and respond to the experiences of people with dementia and
carers. Psychological research has led to, or contributed to, many of the approaches
and interventions used regularly to support people with dementia and carers, as well as
the development of preventive interventions, and a continuing commitment to funding
psychological research is essential. Psychological researchers will continue to work with

people with dementia, carers, and colleagues from many disciplines to tackle the ongoing

challenge of dementia.

Training and research

Inspiring the change needed to deliver excellence in dementia care means investing in
psychological research to improve practice.

Psychological dimensions of dementia: Putting the person at the centre of care
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Expanded recommendations

Prevention/risk reduction

As lifestyle factors contribute significantly to the risk of developing dementia a
psychological approach is needed to enable people to make sustainable changes in
behaviour and adopt healthier lifestyles.

® Interventions aimed at reducing the risk of dementia that are most likely to prove
effective are those based on psychological theories of motivation and behaviour change.

® THelping people adopt healthy behaviours and lifestyle could reduce their risk of
developing Alzheimer’s disease or vascular dementia in later life.

Assessment
As part of the diagnostic process, access to timely and prompt psychological assessment,
including specialist neuropsychological assessment, is essential.

® Psychologists are the only professionals with specialised and accredited training in
conducting neuropsychological assessment as well as the necessary skills to undertake
the complex therapeutic interventions that may be required following diagnosis.

® [Farly diagnosis is of questionable value unless it results in access to appropriate
information, treatment or support.

® A neuropsychological assessment contributes to a detailed formulation of the person’s
situation and needs, and makes it possible to identify opportunities for building on the
person’s strengths and helping to develop coping strategies.

® As dementia progresses, further psychological assessment offers an important means
of monitoring progression, identifying retained strengths and responding to changing
needs, and ensuring timely and appropriate support.

Planning care
Improving people’s experience of dementia means ensuring that their care and treatment
is individually tailored to their needs throughout the dementia journey.

® Dementia is experienced differently by each person. This experience is shaped both
by the changes that characterise the specific type of dementia and by the person’s life
experience, personality, resources, and family and social context.

® Focusing on the person rather than the disease leads to an emphasis on what helps
people to live well with dementia.

People with dementia should be supported in making their own decisions as far as
possible. When this is not possible, their wishes, feelings, values and beliefs should be
taken into account, in consultation with carers, to the greatest extent possible in making
decisions in their best interests.

® Maintaining a sense of control, identity and connection is a key focus as dementia
progresses. Without it, there is a risk that the person will experience a sense of isolation
and dislocation at a time when the resources to protect against this threat are lacking.

® Positive interactions and supportive contexts can help to mitigate the impact of
particular difficulties or symptoms.
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Treatment and support
People with dementia should have the opportunity to participate in meaningful activities,
and be part of a local community that is dementia-friendly and fully supportive.

® Appropriate psychological and psychosocial interventions can promote wellbeing
and increase the likelihood of people with dementia living full lives in their local
communities.

Dementia care plans must cover all the person’s needs, including equal access to the right
healthcare for other mental or physical health needs.

® People with dementia often also have other mental and physical health conditions,
with high levels of co-morbidity. For some people, these co-morbid conditions create
more of a challenge, and are more disruptive to everyday life, than dementia.

® Management of physical health conditions is important to avoid hospital admission
wherever possible, and psychologists support the provision of high-quality community-
based health care.

® Provision of effective psychological therapies for mental health issues such as
depression or anxiety requires an understanding of changes in cognition, of the
emotional impact of dementia, and of the context in which people experience and live
with dementia, including their attachments and relationships.

To ensure the best possible outcomes for people with dementia, multi-agency multi-
disciplinary teams in health and social care should include psychologists, and those
receiving care in hospitals and care homes should have access to multi-disciplinary teams
which include psychologists.

® Provision of psychological support and access to evidence-based psychological and
social interventions can help to promote adjustment, maintain everyday functioning
and alleviate psychological distress.

®  Psychologists can help to identify ways of preventing distressing or difficult behaviour
happening or of responding to it appropriately when it does occur, resulting in
reduced prescription of anti-psychotic and neuroleptic medication.

®  Psychological support for both the person with dementia and any family members
involved can help to ease the transition into a care home.

®  Psychologists are well-placed to understand the individual experience of dying and
death and to support the individual, the family and others in this and the resultant
grief process.

Psychologists should be involved in training and supporting a workforce able to deliver
excellence in dementia care.

®  Staff providing care for people with dementia face many challenges and, in addition
to skills training, need effective support and supervision, with a focus on maintaining
their own psychological wellbeing.
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Families and carers

Families and carers play an important role in improving people’s experience of dementia.
They should be included in care planning at all times and have access to psychological
support.

®  (arers derive most benefit from structured multi-component psychological approaches
provided by skilled and experienced practitioners over a defined period, followed up
by ongoing contact.

® (Carers who are well-supported are better able to provide support over a longer period.

Training and research
Inspiring the change needed to deliver excellence in dementia care means investing in
psychological research to improve practice.

®  Psychologists have made a major contribution to identifying the different sub-types
of dementia and outlining their characteristics, and have been at the forefront
of attempts to better understand and respond to the experiences of people with
dementia and carers.

® Psychological research has led to, or contributed to, many of the approaches and
interventions used regularly to support people with dementia and carers, as well as the
development of preventive interventions.
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