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Foreword: Meeting the challenge
of dementia

In 2006 the Alzheimer’s Society commissioned the Personal Social Services Research Unit
at the London School of Economics and the Institute of Psychiatry at King’s College
London to produce a report on dementia in the UK. The research team provided the most
up-to-date evaluation of the numbers of people with dementia in the UK, projections on
numbers of people in the future and detailed the financial cost of dementia. 

I would like to congratulate the research team led by Professors Martin Knapp and Martin
Prince for responding to this challenge and producing this first class piece of work. The
analysis provides the most solid evidence base to date on the impact of dementia in the
UK and highlights areas where more information is urgently needed. The report will be
a tremendous aid to inform policy makers, service commissioners, and anyone with an
interest in dementia.

It is now over a century since 1906 when German neurologist Alois Alzheimer diagnosed
the disease which bears his name. What progress has been made? How much better do we
understand the diseases that cause dementia? As our population ages, Alzheimer’s disease
and other causes of dementias are becoming ever more common and important. We
urgently need to understand the impact of dementia in the UK now and in the future. This
report is an attempt to answer these key questions and to inform a serious debate about
how we as a society can respond to the challenges posed by dementia.

There has been significant progress since 1906, both in our scientific understanding of
dementia and public awareness about the diseases which cause it.

We know more now than we ever did. We know that dementia is not a natural part
of ageing and that it is caused by a variety of diseases which affect people in different
ways. We also now have a range of options to treat the symptoms of dementia and to
offer practical support to people with dementia and their families. However, we are a
long way from fully understanding dementia and being able to offer a comprehensive
response.

When the Alzheimer’s Society was formed in 1979 it was a small band of committed carers
who knew that people with dementia and their families needed to be offered support. That
small band has developed into an army of people, working with a range of partners,
committed to improving the quality of life of people affected by dementia.

As this report shows, the impact of dementia is vast. It devastates families and has a very
serious impact on communities. 

As our population ages the number of people with dementia will climb rapidly. Today there
are 700,000 people with dementia in the UK, but that number will rise to over a million by



2025. This has the potential to overwhelm health and social care services which are already
ill equipped to respond to the challenge of dementia.

This report estimates the cost of dementia at between £17 billion and £18 billion a year.
The cost takes into account the value of the significant contribution made by families living
with the experience of dementia. 

The challenge now is to develop a more ambitious public approach to dementia. Do we as a
country value the contribution made by older people throughout their lives? Do we believe
that society has a responsibility to respond to the needs of families and communities faced
by the challenges and opportunities of an ageing population? If the answer is yes, then an
ambitious national strategy on dementia is required. We need to see political commitment
at all levels to providing a range of solutions to deliver improved quality of life for people
with dementia and their families.

The Alzheimer’s Society has committed to an ambitious vision of working to secure a
future where people with dementia and their carers can contribute fully to family and
community life. We now ask others to join us to develop a more ambitious public approach
to dementia and in particular are calling on government and policy makers to recognise
dementia as a clinical priority by developing a National Dementia Plan.

Please read this report and consider how you can work with us to deliver a better future for
people with dementia and their families.

Neil Hunt
Chief Executive

x Foreword



Executive summary

Overview

• This report establishes an accurate estimate of the numbers of people in the UK
who currently have dementia.

• It also provides authoritative estimates for the numbers of people who will have
dementia in the years up to 2051.

• The services and treatments currently provided to support people with dementia
are reviewed.

• The current and future costs of dementia are estimated and recommendations for
future dementia care are made.

This executive summary gives a brief overview of each chapter in the full report.

1. What is dementia?

The term ‘dementia’ is used to describe a collection of symptoms, including a decline in
memory, reasoning and communication skills, and a gradual loss of skills needed to carry
out daily activities. These symptoms are caused by structural and chemical changes in the
brain as a result of physical diseases such as Alzheimer’s disease.

Dementia can affect people of any age, but is most common in older people. One in 5
people over 80 has a form of dementia and one in 20 people over 65 has a form of
dementia.

Researchers are still working to find out more about the different types of dementia, and
whether any have a genetic link. It is thought that many factors, including age, genetic
background, medical history and lifestyle, can combine to lead to the onset of dementia.

Dementia is a progressive condition. This means that the symptoms become more severe
over time. Understanding how this progression happens can be useful in helping someone
with dementia anticipate and plan for change.

Alzheimer’s disease is the most common type of dementia. It changes the chemistry and
structure of the brain, causing brain cells to die.



Vascular dementia is caused by problems with the supply of oxygen to the brain following
a stroke or small vessel disease. Conditions such as hypertension, which affect the heart,
arteries or circulation of blood to the brain can cause vascular dementia.

Fronto-temporal dementia is a rare form of dementia affecting the front of the brain. It
includes Pick’s disease and often affects people under 65. In the early stages, the memory
may remain intact, while the person’s behaviours and personality change.

Dementia with Lewy bodies is caused by tiny spherical protein deposits that develop
inside nerve cells in the brain. These interrupt the brain’s normal functioning, affecting the
person’s memory, concentration and language skills.

2. New data on the prevalence of dementia

Health and social policy makers need accurate estimates of the numbers of people who
currently have dementia and those who will develop it in the future.

This report uses a methodology known as the Expert Delphi Consensus to produce
the best possible estimates using currently available research data. Ten leading UK and
European experts systematically reviewed the evidence base and reached a consensus that:

• The prevalence of both young onset and late onset dementia increases with age, doub-
ling with every five-year increase across the entire age range from 30 to 95-and-over.

• The prevalence of young onset dementia was adjudged to be higher in men than in
women for those aged 50–65, while late onset dementia was considered to be margin-
ally more prevalent in women than in men.

• Alzheimer’s disease was considered to be the dominant subtype, particularly among
older people, and in women.

• Frontotemporal dementia was considered to account for a substantial proportion of
young onset cases among younger men.

• The report estimates that there are 11,392 people from Black and minority ethnic
(BME) groups with dementia. It is noteworthy that 6.1% of all people with dementia
among BME groups are young onset, compared with only 2.2% for the UK population
as a whole, reflecting the younger age profile of BME communities.

• The prevalence of dementia among people in institutions varied little by age or
gender, increasing from 55.6% among those aged 65–69 to 64.8% in those aged 95 and
over.

The consensus estimates of the population prevalence of late onset dementia

Age (years) F (%) M (%) Total (%)

65–69 1.0 1.5 1.3
70–74 2.4 3.1 2.9
75–79 6.5 5.1 5.9
80–84 13.3 10.2 12.2
85–89 22.2 16.7 20.3
90–94 29.6 27.5 28.6
95+ 34.4 30.0 32.5
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• The consensus group also generated estimates of the prevalence of dementia among all
those aged 65 years and over living in EMI (elderly mentally infirm) homes (79.9%),
nursing homes (66.9%) and residential care homes (52.2%).

• The proportion of deaths attributable to dementia increases steadily from 2% at age 65
to a peak of 18% at age 85–89 in men, and from 1% at age 65 to a peak of 23% at age
85–89 in women. Overall, 10% of deaths in men over 65 years, and 15% of deaths in
women over 65 years are attributable to dementia. Annually, 59,685 deaths among the
over 65s could have been averted if dementia were not present in the population. The
majority of these deaths occurred among those aged 80–95 years. Delaying the onset of
dementia by five years would halve the number of UK deaths due to dementia to 30,000
a year.

3. Number of people with dementia in the UK

We estimate that there are now 683,597 people with dementia in the United Kingdom. This
represents one person in every 88 (1.1%) of the entire UK population. This is probably a
slight underestimate as it does not comprehensively include people with learning dis-
abilities or people with dementia in NHS continuing care facilities.

The total number of people with dementia in the UK is forecast to increase to 940,110 by
2021 and 1,735,087 by 2051, an increase of 38% over the next 15 years and 154% over the
next 45 years.

• Young onset dementia is comparatively rare, accounting for 2.2% of all people with
dementia in the UK. We estimate that there are now at least 15,034 people with young
onset dementia (onset before the age of 65 years) in the United Kingdom and 668,563
people with late onset dementia (onset after the age of 65 years). However, given that
data on the numbers of young onset cases are based on referrals to services, this
number is likely to be an under estimate. The true figure may be up to three times
higher.

Projected number of people with late onset dementia by age group (UK)

Executive summary xiii



• The numbers of people with late onset dementia continue to rise for each five-year
age band up to the age of 80–84, and decline thereafter. Despite this, two-thirds
(68%) of all people with dementia are aged 80 and over, and one sixth (17%) aged
90 or over.

• Overall we estimate that 222,925 men and 445,641 women have late onset dementia,
approximately two women for every man affected. Both the higher mortality among
men and the higher age-specific dementia prevalence in women contribute to the pre-
ponderance of women among the ‘oldest-old’ with dementia.

Dementia subtypes

• We estimate that 416,967 people with dementia (62%) have Alzheimer’s disease (AD),
the most common form of dementia. The next most common subtypes are vascular
dementia (VaD) and mixed dementia, accounting for nearly one third (27%) of all
cases.

• The distribution of subtypes is different in men and women. Alzheimer’s disease is
more common in women (67% in women compared with 55% in men), while vascular
dementia and mixed dementias account for 31% of all cases in men and just 25% in
women.

Institutional care

• We estimate that 424,378 people with late onset dementia (63.5%) live in private
households (the community), whereas 244,185 (36.5%) live in care homes.

• The proportion of those with dementia living in care homes rises steadily with age, from
26.6% of those aged 65–74, to 60.8% of those aged 90 and over.

Number of people in the UK with dementia (2005)
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Burden of disease

Dementia is one of the main causes of disability in later life. In a wide consensus consult-
ation for the World Health Organization’s Global Burden of Disease report, disability
from dementia was accorded a higher weight than that for almost any other condition, with
the exception of spinal cord injury and terminal cancer. Of course, older people are par-
ticularly likely to have multiple health conditions – chronic physical diseases affecting
different organ systems, coexisting with mental and cognitive disorders. Dementia, how-
ever, has a disproportionate impact on capacity for independent living. Still its global
public health significance continues to be under appreciated, and misunderstood. Accord-
ing to the 2003 World Health Report Global Burden of Disease estimates, dementia con-
tributed 11.2% of all years lived with disability among people aged 60 and over; more than
stroke (9.5%), musculoskeletal disorders (8.9%), cardiovascular disease (5.0%) and all
forms of cancer (2.4%).

Research

There have been major advances in the field of dementia research. However, public fund-
ing for dementia research lags far behind that of other serious medical conditions.

The proportion of research papers (since 2002) devoted to these chronic disorders reveals
a starkly different ordering of priorities: cancer 23.5%, cardiovascular disease 17.6%,
musculoskeletal disorders 6.9%, stroke 3.1% and dementia 1.4%.

4. Development of services for people with dementia

The role of the health and social care systems in meeting the multiple needs of people with
dementia and their families is a key policy issue in the UK. However, the evidence base on
the range of services available for people with dementia is very limited and needs significant
work. In that context this chapter concentrates on:

Number of people in the UK with late onset dementia living in residential care and in the community
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• Informal care – unpaid care provided by family members and friends, the mainstay of
dementia care in the UK.

• Financing health and social care – demographic challenges, charges, choices and
independence.

• Specialist health services for people with dementia – including the role of old age
psychiatry.

• Dementia assessment and care – considering diagnosis and referrals.

• Social care provision – residential and nursing care, extra care housing, community
based support and mental health services.

• The state of current dementia commissioning, care and policy – services are not avail-
able for a large majority of the population to deliver the memory assessment and care
services that are stipulated in government policy, yet demand is predicted to grow.

5. Mapping social service provision

Available data

Mapping local levels of social care support for people with dementia in the UK is difficult
as there are no available local authority level data on service provision specific to older
people with mental health problems.

This study gathered information on local levels of provision of residential and nursing care,
home care and day care services to all older people in England, Scotland, Wales and
Northern Ireland.

Findings

There were very marked variations in levels of provision, expenditure and (to a lesser
extent) in unit costs across all services and in all UK countries. Variability was smallest for
residential care services.

Residential care services:

• Significantly higher proportions of older people were supported in institutions in
Scotland and Northern Ireland than in England and Wales.

UK country % of people over 65 supported in residential or
nursing care homes

England 2.5
Scotland 4.0
Wales 2.8
Northern Ireland 4.0
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Home care services:

Possibly as a result of the introduction of free personal care there in 2002, older people in
Scotland show the highest take-up of home care services in the UK, followed by older
people in Wales, England and Northern Ireland.

The highest rates of home care provision (and home care expenditure) per head of older
population are concentrated in high population density areas, such as metropolitan dis-
tricts and London boroughs.

Day care services:

The levels of day care provided within each country vary widely, much more than for either
of the other services explored.

Local authority expenditure

Levels of residential and home care expenditure per head of older population in local
authorities in Scotland and health and social services trusts in Northern Ireland were
significantly higher than levels of expenditure in English and Welsh local authorities.

Limitations of the analysis

It is important to note the contrast between the descriptive nature of the analysis presented
and the complex nature of the processes from which patterns of local provision emerge.
Although the interpretation of the results is helped by the availability of information on
unit costs, a full understanding of the reasons behind the patterns highlighted would
require considering simultaneously a significantly larger range of factors. Such analysis was
beyond the scope of the present study.

UK country % of people over 65 in receipt of home care services

England 3.9
Scotland 6.9
Wales 4.3
Northern Ireland 2.4 (NB, not directly comparable figure)

UK country % of people over 65 in receipt of day
care services

England 1.7
Scotland 1.3
Wales 1.6
Northern Ireland 1.1
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6. The financial cost of dementia in the UK

Using the new prevalence estimates from this report, together with other data, we calcu-
lated the overall costs of dementia in the UK. Costs to be included were those provided
by formal care agencies as well as the financial value of unpaid informal care provided by
family and friends.

Costs were not available for the 2% of people with dementia under the age of 65.

Total costs amounted to £17.03 billion per annum, or an average of £25,472 per person
with late onset dementia. Accommodation accounted for 41% of the total with 36% due
to informal care inputs.

The total annual cost per person with dementia in different settings is estimated as follows:

• people in the community with mild dementia – £14,540

• people in the community with moderate dementia – £20,355

• people in the community with severe dementia – £28,527

• people in care homes – £31,263.

Over a third of the total (36%) was due to informal care inputs by family members and
other unpaid carers. Included in this amount is the estimated £690 million in lost income
for those carers who have to give up employment or cut back their work hours. This lost
employment means a loss of £123 million in taxes paid to the Exchequer.

Benefit payments are not strictly a cost (since they are transfer payments), but they are an
expense to the government. Receipt of Attendance Allowance or DLA for people with
dementia amounted to around £919 million per year, increasing to a total cost of about
£18 billion.

Distribution of dementia service costs
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7. Recommendations

1 Make dementia a national priority

2 Increase funding for dementia research

3 Improve dementia care skills

4 Develop community support

5 Guarantee carer support packages

6 Hold a national debate on who pays for care

7 Develop comprehensive dementia care models

Historically, a lack of of attention from policy makers and service commissioners to the
needs of people with dementia has led to dementia care being delivered piecemeal and in
an inefficient fashion. More investment accompanied by careful planning will be needed in
the years ahead in order to ensure that not only do we maximise quality of life for people
with dementia and their families, but also that we do so in an efficient way with the
resources available.

Despite areas of good practice, the UK’s current health and social care system is character-
ised by a widespread failure to support people with dementia and their families. These
findings have been demonstrated most recently in evidence from the Wanless report into
social care (2006) and CSCI state of social care report (2007). This failure to develop
services which meet the needs of people with dementia is perplexing given that dementia is
a significant driver of demand for health and social care.

Dementia care is characterised by a significant lack of evidence on outcomes and the
current state of service delivery. The recommendations that follow therefore contain both a
series of proposals for policy development, and proposals on improving the evidence base.

Recommendation 1: Make dementia a national priority

Dementia must be made a publicly stated national health and social care priority. This
must be reflected in plans for service development and public spending.

• A cross-government strategy for dementia must be developed to respond to the grow-
ing need for care from early diagnosis to end of life care.

• Dementia care and research must be prioritised in the 2007 Comprehensive Spending
Review.

• Health and social care commissioners must develop local plans to support increasing
numbers of people with dementia and their families.

Recommendation 2: Increase funding for dementia research

As a matter of urgency there must be a review of UK medical research funding to establish
a more ambitious funding programme into the causes, prevention, cure and care of
dementia.
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Recommendation 3: Improve dementia care skills

Dementia care training should be made a core and substantial part of the training curric-
ulum for nurses and social care staff. National Minimum Standards must be developed to
include dementia specific requirements on dementia care training.

Without significant focus on improving care across health and social care, outcomes will
get worse and resources will be squandered.

The current National Minimum Standards were always meant to be a starting point for
good practice. Now it is time to develop stronger requirements. We must go beyond the
current dementia options in the Quality and Outcomes Framework for GPs to improve the
early identification, diagnosis and management of dementia by GPs.

Recommendation 4: Develop community support

People with dementia need improved home care support packages, including low-level
support to retain their independence and dignity.

The number and extent of home care packages must be increased. In addition it is time to
bring back home help services such as help with cleaning, shopping, DIY and gardening.

Recommendation 5: Guarantee carer support packages

Family carers must have guaranteed access to carer support. In particular:

• psychological therapies including carer training and support groups

• quality respite care for people with dementia and carers.

The current policy response to carers is very weak and needs revision. Without formal
commitments to an improved package of support for carers, an increasing number will be
unable to continue caring and pressures on long term care will increase.

Recommendation 6: Hold a national debate on who pays for care

We must have a national government-backed debate on who pays for care to establish a
clear and fair balance between the contributions made by the state and the individual.

We urgently require a national government-backed debate about who pays for care. The
evidence is that people are willing to make a contribution towards their care if a number of
conditions are satisfied. A new solution must be transparent, easy to understand and
equitable. The care being paid for must also be of a good quality.

Recommendation 7: Develop comprehensive dementia care models

Develop an integrated, comprehensive range of care models for people with dementia to
bridge the gap between care at home and care in a care home.

More work is needed from the public, private and voluntary sector to find good quality,
cost effective options to meet the needs of people with dementia and their families.
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CHAPTER 1

Introduction

Overview

• Dementia receives inadequate attention from policy makers in the UK.

• This report draws together information on dementia in the UK and provides
answers to key questions of prevalence, the range of services and treatments pro-
vided and the costs of dementia.

• This report concludes with recommendations for dementia care.

• This introductory chapter provides a summary of what is meant by the term
dementia.

1.1 Introduction

Despite its large potential impact, dementia continues to receive inadequate attention from
policy makers in the UK. In part this is because policy-relevant information on prevalence,
support, service consequences and costs is widely dispersed and poorly accessible. Against
this background, the Alzheimer’s Society commissioned research from the Institute of
Psychiatry (IOP) at King’s College London and the Personal Social Services Research Unit
(PSSRU) which is based within the Department of Social Policy at the London School of
Economics (LSE).

The objectives of the work described were to address a number of questions as they related
to the UK:

• What is dementia?

• What is the prevalence of dementia?

• What services and treatments are provided to support people with dementia?

• What are the costs of dementia?

• What recommendations follow for dementia care?



1.2 Methods

The methods employed to address these questions are set out in the chapters that follow.
References for all chapters are gathered together at the end of the report.

1.3 What is dementia?

The term ‘dementia’ is used to describe a collection of symptoms, including a decline in
memory, reasoning and communication skills, and a gradual loss of skills needed to carry
out daily activities. These symptoms are caused by structural and chemical changes in the
brain as a result of physical diseases such as Alzheimer’s disease.

Dementia can affect people of any age, but is most common in older people. One in five
people over 80 has a form of dementia and one in 20 people over 65 has a form of
dementia.

Dementia is a progressive condition. This means that the symptoms become more severe
over time. Understanding how this progression happens can be useful in helping someone
with dementia anticipate and plan for change.

Researchers are still working to find out more about the different types of dementia, and
whether any have a genetic link. It is thought that many factors, including age, genetic
background, medical history and lifestyle, can combine to lead to the onset of dementia.

There are very many underlying causes. Alzheimer’s disease, which is characterised by the
build up of deposits in the brain known as amyloid plaques and neurofibrillary tangles, is
the commonest, accounting for one half to three-quarters of all people with the disease.
Vascular dementia is diagnosed when the brain’s blood circulation is repeatedly disrupted
by strokes or other blood vessel pathology leading to significant accumulated damage to
brain tissue and function. The distinction between Alzheimer’s disease and vascular
dementia has been called into question, as it is common for people to develop both condi-
tions simultaneously, particularly over the age of 80. Vascular damage may be a co-actor
accelerating the onset of clinically significant symptoms in people with Alzheimer’s disease.

There are a few rare causes of dementia that may be treated effectively by timely medical or
surgical intervention – these include deficiencies of thyroid hormone, vitamin B12 and folic
acid. For the most part, altering the progressive course of the disorder is unfortunately not
possible. However treating the symptoms of dementia and offering appropriate support
services can make a significant difference to the lives of people with dementia and their
caregivers.

The main risk factor for most forms of dementia is advanced age, with prevalence roughly
doubling every five years over the age of 65. Onset before this age is known as early or
young onset dementia, it is very unusual and, in the case of Alzheimer’s disease often
suggests a genetic cause. Single gene mutations at one of three loci (Beta amyloid precursor
protein, presenilin1 and presenilin2) account for most of these cases. For late onset Alzhe-
imer’s disease both environmental (lifestyle) and genetic factors are important. Having a
common genetic polymorphism, the apolipoprotein E (apoE) gene Q4 allele greatly
increases risk of going on to suffer from dementia; up to 25% of the population has one or
two copies of this polymorphism (Saunders et al 1993, Nalbantoglu et al 1994). However, it
is not uncommon for one identical twin to suffer from dementia, and the other not. This
implies a strong influence of the environment (Breitner et al 1995). Evidence from cross-
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sectional and case-control studies suggest associations between Alzheimer’s disease and
limited education (Ott et al 1995), and head injury (Mortimer et al 1991, Mayeux et al
1995), which, however, are only partly supported by longitudinal (follow-up) studies (Stern
et al 1994). Depression has been shown to be a risk factor in short term longitudinal
studies, but this may be because depression is an early presenting symptom, rather than a
cause of dementia (Devanand et al 1996). Recent research suggests that vascular disease
and vascular risk factors predispose to Alzheimer’s disease as well as to vascular dementia
(Hofman et al 1997). Smoking seems to increase the risk for Alzheimer’s disease as well as
vascular dementia (Ott et al 1998). Long term follow-up studies show that high blood
pressure (Skoog et al 1996, Kivipelto et al 2001) and high cholesterol levels (Kivipelto et al
2001) in middle age each increase the risk of going on to develop Alzheimer’s disease in
later life. Reports from epidemiological studies of protective effects of certain prescribed
medication such as non-steroidal anti-inflammatory drugs, anti-hypertensives and choles-
terol lowering therapies, are now being investigated in randomised controlled trials.

The importance of diagnosis

Early diagnosis is helpful so that the person with dementia and any carers can be better
equipped to deal with the disease and to know what to expect. A diagnosis is the first step
towards planning for the future. There is no simple test to make a diagnosis. The diagnosis
of Alzheimer’s disease is made by taking a careful account of the person’s problems from a
close relative or friend, together with an examination of the person’s physical and mental
state, supported by investigations such as neuropsychological testing, blood tests and brain
scans as appropriate. It is important to exclude other conditions or illnesses that cause
memory loss, including depression, alcohol problems and some physical illnesses with
organic brain effects. For the purpose of making a diagnosis, clinicians focus in their
assessments upon impairment in memory and other cognitive functions, and loss of
independent living skills. For carers, and, arguably, for people with dementia, it is the
behavioural and psychological symptoms (BPSD) linked to dementia that are most rele-
vant. Nearly all studies indicate that BPSD are an important cause of strain on caregivers.
They are a common reason for institutionalisation, as the family’s coping reserves become
exhausted. Problem behaviours may include agitation, aggression, calling out repeatedly,
sleep disturbance (day night reversal), wandering and apathy. Common psychological
symptoms include anxiety, depression, delusions and hallucinations. BPSD occur most
commonly in the middle stage of dementia.

Currently, there are no treatments available that cure, or even alter the progressive course
of dementia, although numerous new therapies are being investigated in various stages of
clinical trials. Evidence-based, symptomatic treatments are available for cognitive impair-
ment (the anticholinesterase drugs), and psychological symptoms including depression,
anxiety, delusions and hallucinations. Non-drug interventions are often highly effective,
and should generally be the first choice when managing behavioural problems. Carers can
be educated about dementia, countering lack of understanding and awareness about the
nature of the problems faced. They can also be trained to better manage most of the
common behavioural symptoms, in such a way that their frequency and/or the strain
experienced by the carer is reduced. Above all, the person with dementia, and the family
carers need to be supported over the longer term. The person with dementia needs to be
treated at all times with patience and respect for their dignity and personhood. The carer
needs unconditional support and understanding – their needs should also be determined
and attended to.
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Dementia is one of the main causes of disability in later life. In a wide consensus consult-
ation for the World Health Organisation’s Global Burden of Disease report, disability from
dementia was accorded a higher weight than that for almost any other condition, with the
exception of spinal cord injury and terminal cancer. Of course, older people are particu-
larly likely to have multiple health conditions – chronic physical diseases affecting different
organ systems, coexisting with mental and cognitive disorders. Dementia, however, has a
disproportionate impact on capacity for independent living. Still its global public health
significance continues to be underappreciated, and misunderstood. According to the 2003
World Health Report Global Burden of Disease estimates, dementia contributed 11.2% of
all years lived with disability among people aged 60 and over; more than stroke (9.5%),
musculoskeletal disorders (8.9%), cardiovascular disease (5.0%) and all forms of cancer
(2.4%). The proportion of research papers (since 2002) devoted to these chronic disorders
reveals a starkly different ordering of priorities; cancer 23.5%, cardiovascular disease
17.6%, musculoskeletal disorders 6.9%, stroke 3.1% and dementia 1.4%.

The way each person experiences dementia, and the rate of their decline, will depend on
many factors – not just on which type of dementia they have, but also on their physical
make-up, their emotional resilience and the support that is available to them. Typically
symptoms will include:

• Loss of memory – for example, forgetting the way home from the shops, or being
unable to remember names and places.

• Mood changes – this happens particularly when the parts of the brain which control
emotion are affected by disease. People with dementia may feel sad, angry or frightened
as a result.

• Communication problems – a decline in the ability to talk, read and write.

Dementia sub-types

There are different types of dementia caused by different diseases of the brain. Because
these diseases affect the brain in different ways, they produce different symptoms. Some of
the most common forms of dementia are listed below:

Alzheimer’s disease is the most common type of dementia. It changes the chemistry and
structure of the brain, causing brain cells to die.

In the early stages of Alzheimer’s, the person’s behaviours may change in very small ways.
They may start forgetting things or repeating themselves more often than usual, for
example. At first people often attribute these symptoms to factors such as ageing, stress or
bereavement.

In the middle stages of Alzheimer’s, the person may need reminders to carry out activities
of daily living such as eating, dressing or using the toilet. The person’s memory will get
worse, and they may have difficulty recognising familiar people or places.

Over time, the person will become increasingly dependent on others for help. They are
likely to experience severe memory loss and become increasingly frail. They may have
difficulty with eating, swallowing, incontinence and loss of communication skills such as
speech.

Vascular dementia is caused by problems with the supply of oxygen to the brain following
a stroke or small vessel disease. Conditions such as hypertension, which affect the heart,

4 DEMENTIA UK



arteries or circulation of blood to the brain can cause vascular dementia. It is therefore very
important these conditions are identified, monitored and treated. Symptoms can include
problems concentrating and communicating, depression and physical frailty.

The symptoms that a person experiences as a result of a stroke depend on which part of the
brain has been damaged. For example, if the damaged area is responsible for movement of
a limb, paralysis might occur. If the part of the brain damaged is responsible for speech, the
person might have problems communicating.

When vascular dementia is caused by a single stroke, it is caused single-infarct dementia.
Vascular dementia is more commonly caused by a series of small strokes. These can be
so tiny that the person might not notice any symptoms or the symptoms may be only
temporary. This is called multi-infarct dementia.

Vascular dementia progresses in a similar way to Alzheimer’s disease, but progression is
often ‘stepped’ rather than gradual, declining suddenly as the person has a new stroke.
Progression of vascular dementia may be slowed through the control of underlying risk
factors such as blood pressure.

Fronto-temporal dementia is a rare form of dementia affecting the front of the brain. It
includes Pick’s disease and often affects people under 65. In the early stages, the memory
may remain intact, while the person’s behaviours and personality change.

In the early stages of fronto-temporal dementia, the person is less likely to become forgetful
than in Alzheimer’s disease. Instead their behaviour can change quite dramatically. For
example, they may seem more selfish or unfeeling than usual or sexually uninhibited. The
later stages are very similar to Alzheimer’s disease.

Dementia with Lewy bodies is caused by tiny spherical protein deposits that develop
inside nerve cells in the brain. These interrupt the brain’s normal functioning, affecting the
person’s memory, concentration and language skills.

This type of dementia has symptoms similar to those of Parkinson’s disease, such as
tremors and slowness of movement. The person may also experience hallucinations. The
progression of this condition can be confusing for carers, as the person’s abilities may
fluctuate.

The international context

Dementia and Alzheimer’s disease have been reliably identified in all countries, cultures
and races in which systematic research has been carried out. However, levels of awareness
vary enormously. In 2005, Alzheimer’s Disease International commissioned a panel of
experts to review all available epidemiological data and reach a consensus estimate of
prevalence in each world region, and numbers of people affected. Evidence from well-
conducted, representative epidemiological surveys was lacking in many regions. The panel
estimated that 24.3 million people have dementia today, with 4.6 million new cases of
dementia annually (one new case every 7 seconds) (Ferri et al 2005). Numbers of people
affected will double every twenty years to 81.1 million by 2040.

Most people with dementia live in developing countries, 60% in 2001 rising to 71% by
2040. Rates of increase are not uniform; numbers in developed countries are forecast to
increase by 100% between 2001 and 2040, but by more than 300% in India, China and
their south Asian and western Pacific neighbours. Long-term studies from Sweden and the
US suggest that the age-specific prevalence of dementia has not changed over the last 30 or
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40 years. Whatever the explanation for the current discrepancy between prevalence in
developed and developing countries, it seems probable that as patterns of morbidity and
mortality converge with those of the developed west, then dementia prevalence levels will
do likewise, leading to an increased burden of dementia in poorer countries.

1.4 Structure of the report

• Chapter 2 describes the Delphi consensus approach used to arrive at new prevalence
estimates for the UK.

• Chapter 3 gives the estimated numbers of people with dementia, broken down by
various subgroups.

• Chapter 4 sets out the policy, funding and organisational contexts for dementia care in
the UK, including an account of the development of old age mental health services.

• Chapter 5 describes the new UK-wide mapping of key service data relating to the
support of older people with dementia.

• Chapter 6 sets out the costs of dementia.

• Chapter 7 offers recommendations built on the evidence base set out in earlier
chapters.
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CHAPTER 2

The Expert Delphi Consensus on the
prevalence of dementia in the UK

Overview

• This report uses a methodology known as the Expert Delphi Consensus to pro-
duce the best estimates to date of the prevalence of dementia in the UK using
currently available research data.

• The prevalence of both young onset and late onset dementia increases with age,
doubling with every five-year increase across the entire age

• The prevalence of young onset dementia appears to be higher in men than in
women for those aged 50–65, while in later life, late onset dementia was con-
sidered to be marginally more prevalent in women than in men.

• Alzheimer’s disease is the dominant subtype, particularly at older ages, and among
women, whereas frontotemporal dementia accounts for a substantial proportion
of young-onset cases among younger men.

• The prevalence of dementia in institutions varied little by age or gender, increasing
from 55.6% among those aged 65–69 to 64.8% in those aged 95 and over.

• Estimates of the prevalence of dementia among all those aged 65 years and over
living in EMI (elderly mentally infirm) homes was 79.9%; nursing homes 66.9%
and residential care homes 52.2%.

2.1 Background

Accurate estimates of the numbers of people with dementia provide an authoritative and
consistent foundation for health and social policy making, as well as assisting national
Alzheimer’s Associations in their task of raising awareness of the challenge to be faced by
this and future generations.

Estimates of the numbers of people with dementia are made by applying a prevalence
estimate (the proportion of people affected) to the numbers of people in any given popula-
tion. Prevalence estimates are obtained from population-based epidemiological surveys.
Many previous estimates have been ‘rough and ready’. Some are based on only one epi-
demiological study and most do not take account of all relevant evidence (Ferri et al 2005).
Others fail to account properly for the variation in prevalence by age, gender and region.
For its estimate of the numbers of people with dementia in the UK, the Alzheimer’s Society



did consult the available research literature, and applied age-specific prevalence rates of
0.1% for all those aged 40–64 years, 2% for all those aged 65–69, 5% for those aged 70–79
years and 20% for those aged 80 and over. Using this method, which did not take into
account the effect of age, and did not consider the effect of gender on prevalence, they
estimated 775,000 people with dementia in 2001, of whom 18,000 would be aged under
65 years.

A more comprehensive approach necessitates a systematic review of all relevant studies,
and synthesising the evidence into a single consensus estimate of likely prevalence. Such an
approach (known as Delphi consensus) was recently used by a group of researchers com-
missioned by Alzheimer’s Disease International to study the prevalence of dementia in
each world region (Ferri et al 2005); they estimated 24 million people worldwide have
dementia, of whom 741,000 live in the UK.

We have now carried out a detailed Delphi consensus exercise to estimate the current
prevalence and numbers of people with dementia in the United Kingdom. Delphi con-
sensus is a useful method for making estimates where an evidence base exists but data are
incomplete, scanty or otherwise imperfect. The essence of the method is deriving quantita-
tive estimates through the qualitative assessment of research evidence. It is an interactive
process of consensus. Experts first make estimates independently, which are then aggre-
gated and fed back anonymously so that they may review them in the light of group-wide
choices. Our expert consensus group comprised 10 senior academics. Six of them had
previously been involved in population-based dementia research in the UK, two were
international (European) experts, and two were UK based clinical and health services
researchers.

The experts addressed three main areas:

1 The prevalence of dementia

• The population prevalence of late onset dementia in the UK (for those age 65 and
over).

• The population prevalence of young onset dementia in the UK (onset before the age
of 65).

• The prevalence of dementia among those living in care homes.

2 The relative frequency of dementia sub-types – the proportion of dementia cases that
would fall into different diagnostic subtype categories.

3 The severity of dementia – the proportion of dementia cases that could be considered
to be mild, moderate and severe.

This is an improvement upon previous UK estimates in five main respects. It generates
consensus estimates of prevalence based on a systematic review of the whole relevant
research evidence-base. It uses age- (within five-year bands from 30 to 95 and over) and
gender-specific prevalence to estimate numbers, allowing more precisely for the effects of
these important determinants. It extends the evidence-based estimation of numbers of
people with dementia to include young onset cases. It enables an estimate of the numbers
of people with dementia living in care homes, and in the community. It facilitates estima-
tion of the economic costs associated with dementia, which are driven largely by the fixed
costs of institutional care and (for those living in the community) by the severity of
dementia.
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2.2 Method

The evidence base

We summarised the available research evidence, to assist the group in making their judge-
ments. There were three stages. First, we carried out a systematic review of the relevant UK
literature, since 1981, using the Medline and Psychlit databases. Copies of the papers were
obtained and read to see if they were eligible for inclusion. The main inclusion criteria were
that there should be a clinical dementia diagnostic outcome, and that the study should be
population-based, or in the case of institutions should have a clear sampling frame. Next, a
draft list of papers was circulated to the expert consensus group to see if any had been
missed. A final list of eligible papers was drawn up. Each study was carefully examined and
a detailed document synthesizing the research evidence was sent to each expert. This
contained details on the methodology (setting, sample size, one- or two-phase survey,
appropriateness of the procedures used for two-phase design, response rates for first and
second phases, diagnostic criteria). The document also contained a table summarizing the
age-specific or age/gender-specific prevalence estimates from each eligible study. The 95%
confidence intervals were included where they were given in the paper, or could be calcu-
lated from information provided. Cleusa Ferri, Martin Prince and Emiliano Albanese
highlighted any apparent methodological deficiencies. Information regarding excluded
studies (with reasons for exclusion) was also provided. The evidence base is summarised
below in Results, Section 2.3.

Delphi consensus procedure

Each expert reviewed the document synthesizing the research evidence and was then asked
to give their own estimates for each of the following parameters:

1 The population prevalence of late onset dementia (%) by gender and age (five-year
bands from 65 to 94 years, and 95 years and over).

2 The population prevalence of young onset dementia (per 100,000) by gender and age
(five-year bands from 30 to 64 years; also for all those aged 45–64 years).

3 The prevalence of dementia among older people living in care homes

• for care homes in general the prevalence of dementia (%) by gender and age (five
year bands from 65 to 94 years and 95 years and over; also for all those aged 65 years
and over)

• for each of the three main types of care homes – residential care, nursing home care
and EMI care facilities – the prevalence of dementia for all those aged 65 years and
over, by gender.

4 The proportion of dementia cases in the general population that might be attributed to
the major sub-types: Alzheimer’s disease, vascular dementia, mixed, dementia with
Lewy bodies, frontotemporal dementia, dementia with Parkinson’s disease and ‘other
dementia’ by gender and age (five year bands from 30 to 94 and 95-and-over).

The experts could make brief comments justifying their estimates.

The estimates for each parameter were entered into spreadsheets. Individual responses
were anonymised so that the experts could identify their own responses but not those of
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others. The group response was summarized as the mean prevalence or proportion esti-
mate. These spreadsheets were then returned to the members of the panel who, in the
second round, were invited to reconsider, in the light of their colleagues’ responses, both
their estimates and their comments explaining the basis of their decision. If they chose to
alter their estimates, they were then able to see the impact of this change upon the group
mean.

Analysis

The levels of agreement between participants in the first and second round of the exercise
were assessed using a statistical device known as intra-class correlation coefficient (ICC)
within age groups. The mean prevalence estimate and its standard deviation were calcu-
lated for each age and gender group.

2.3 Results

Population prevalence of late onset dementia

Six eligible population-based studies were identified (see Table 2.1) (O’Connor et al 1989,
Brayne and Calloway 1989, Livingston et al 1990, Clarke et al 1991, Saunders et al 1993,
MRC CFAS 1998). We excluded two studies that did not include a clinical dementia
outcome (Lindesay 1990, Clarke et al 1986), and one that only assessed screen positive
cases in the second phase, with a high non-response rate (Stevens et al 2000). Four of the
eligible studies were conducted in the 1980s, and two in the early 1990s. Some of the
studies were limited by their relatively small sample size (Brayne and Calloway 1989,
Livingston et al 1990), or because only the oldest old (O’Connor et al 1989, Brayne and
Calloway 1989, Clarke et al 1991) or women were sampled (Brayne and Calloway 1989). In
terms both of sample size and scope the evidence base is dominated by the Medical
Research Council Cognitive Function and Ageing Study (Saunders et al 1993, MRC CFAS
1998). This study was set up specifically, with funding from the MRC and the Department
of Health to provide generalisable estimates for policy-making and planning. MRC CFAS
fieldwork was carried out in urban (Liverpool, Newcastle, Nottingham, Oxford) and rural
(Cambridgeshire and Gwynedd) settings. Other surveys sampled from much smaller single
catchment areas in Cambridge (O’Connor et al 1989), rural Cambridgeshire (Brayne and
Calloway 1989), London (Gospel Oak) (Livingston et al 1990) and Melton Mowbray
(Clarke et al 1991).

Most studies used two phase designs with an initial screening assessment, followed by a
second phase definitive diagnostic assessment – for all but one of these studies (Livingston
et al 1990), screen negatives were also sampled and weighting back carried out appropri-
ately. All of the population-based studies included older people living in institutions within
the study catchment areas. None reported separate prevalence estimates for community
dwelling older people (those not living in care homes). Only the MRC-CFAS study
reported prevalence among those living in care homes (Matthews and Dening 2002) (see
also below).

The dementia diagnostic outcome for the earlier surveys (O’Connor et al 1989, Brayne and
Calloway 1989, Clarke et al 1991) was derived from the CAMDEX interview (comprising a
mental state examination, medical and psychiatric history, cognitive testing, physical exam-
ination and an informant interview). CAMDEX diagnoses were made clinically with all
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available information using criteria that map quite closely to the clinical ICD10 criteria.
MRC CFAS used the Geriatric Mental State and its AGECAT computerised algorithm to
generate diagnoses. GMS does not cover all of the criteria required for a clinical dementia
diagnosis (lacking for example an informant interview) but has nevertheless been validated
against the criterion of DSM dementia (Schaub et al 2003, Ames et al 1994, Copeland
1990). Because of some limitations in the UK evidence-base, we also presented to the
consensus panel the prevalence of dementia derived from two meta-analyses of European
surveys; one of 12 studies carried out between 1980–1990 (Hofman et al 1991) (including
three UK surveys also eligible for our review (O’Connor et al 1989, Brayne and Calloway
1989, Livingston et al 1990)), and the other of 11 studies carried out in the 1990s (Lobo et
al 2000) (including two UK surveys also eligible for our review (Clarke et al 1991, Saunders
et al 1993)).

The selected studies provided, for the most part, fairly consistent age-specific estimates of
the prevalence of dementia (Figure 2.1, p. 13). As expected, the prevalence of dementia
rises exponentially with age. The Gospel Oak study (Livingston et al 1990) is excluded
from this figure as it only provided gender-specific prevalence for two broad age bands,
those aged 65 to 80 and 81 and over.

The MRC-CFAS investigators addressed specifically the issue of regional variation of
dementia prevalence across the five sites and urban and rural settings covered in their
survey (MRC CFAS 1998). They found no evidence to support significant regional vari-
ation in dementia prevalence or Mini Mental State Examination score distributions (MRC
CFAS 1998).

The studies that were of sufficient size to provide fairly precise age- and gender-specific
prevalence estimates mostly suggested a slightly higher prevalence of dementia among
women, particularly in the older age groups (see Figure 2.2, p. 14).

The means of the age- and gender-specific prevalence rates for late-onset dementia from
the expert consensus group are given in Table 2.2, p. 13.

These can be seen to be broadly consistent with those previously used by the Alzheimer’s
Society, with those used for European regions in the ADI/Lancet estimates, with the
estimates from the EURODEM meta analysis, and with the estimates from the five centres
involved in the MRC-CFAS UK survey (Table 2.3, p. 13).
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Figure 2.1 Prevalence of late onset dementia by age – relevant UK and European studies

Table 2.2 The consensus estimates of the population prevalence (%) of late onset dementia

Age in years F M Total

65–69 1.0 1.5 1.3
70–74 2.4 3.1 2.9
75–79 6.5 5.1 5.9
80–84 13.3 10.2 12.2
85–89 22.2 16.7 20.3
90–94 29.6 27.5 28.6
95+ 34.4 30.0 32.5

Table 2.3 Comparison of current consensus estimates for the prevalence (%) of late onset
dementia with others used previously to estimate numbers of people with dementia
in the UK

Age in years 65–69 70–74 75–79 80–84 85–89 90–94 95+

Consensus estimates from literature review

Current UK consensus 1.3 2.9 5.9 12.2 20.3 28.6 32.5

ADI/Lancet consensus (Europe) 1.5 3.6 6.0 12.2 24.8

Alzheimer’s Society estimates 2.0 5.0 20.0

Estimates from key surveys

EURODEM meta analysis 1.4 4.1 5.7 13 21.6 32.2 34.7

MRC CFAS 1.5 2.6 6.3 13 25.3
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The population prevalence of young onset dementia

Young onset dementia is a rare condition, and as such, no population-based surveys have
been carried out into the prevalence of the condition in the UK. Huge sample sizes would
be required to do so with any precision. Instead, researchers typically report the prevalence
calculated as the number of cases known to local service providers divided by the total local
population as enumerated in the census. The underlying assumption is that all of those with
young onset dementia seek help early in the disease course. Given that this will not always
be the case, there will be a general tendency for such studies to underestimate the true
prevalence of dementia.

Figure 2.2 Population-based studies reporting on the prevalence of late onset dementia by age and
gender

Source: MRC CFAS 1998, Saunders et al 1993, Hofman et al 1991, Lobo et al 2000
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Two studies of this type were considered eligible (Table 2.4), one carried out in Cambridge-
shire (Ratnavalli et al 2002), and the other in four London boroughs (Harvey et al 2003). In
the London study, 50% of cases were reconfirmed by independent research diagnostic
interview. Four studies were excluded; two provided incidence rates (McGonigal et al
1993) or rate ratios only (Whalley et al 1995), one the prevalence of AD sub-type only
(Newens 1993), and the other did not calculate population prevalence (Woodburn and
Johnstone 1999).

For the London study the prevalence of young onset dementia is given by gender and in
five-year age bands. Findings are summarised in Figure 2.3 on p. 16. The prevalence for all
those aged 45 to 64 was for males 120/100,000 in London and 101/10,000 in Cambridge-
shire; and for females 77/100,000 in London and 61/100,000 in Cambridgeshire. There
was thus a clear general tendency, in late middle age, for the prevalence of young onset
dementia to be higher among men than among women. As with late onset dementia, the
prevalence of dementia increases exponentially with increasing age.

The means of the prevalences from the expert consensus group for young onset dementia
are given in Table 2.5.

For young onset dementia, as with late onset dementia, the consensus was that prevalence
increased exponentially with increasing age, roughly doubling every five years. However,
there is a discontinuity in this smooth exponential increase, in that the young onset preva-
lence for those aged 60–64 years is 156/100,000, or 0.16%, whereas the late onset preva-
lence for the next five year age band (those aged 65–69) was 1.3%, nearly nine times higher.
This may be artificial, arising from the underestimation of population prevalence in the
young onset studies because of their method of ascertaining cases from service contact
only.

Table 2.4 Population-based studies of the prevalence of young onset dementia

Study Setting Total population Case ascertainment Outcome Subtype

Harvey
et al (2003)

London
Boroughs:
Kensington and
Chelsea,
Westminster,
Hillingdon

Base
population:
240,766 aged
30–64
Dementia cases:
130

1. All local GPs,
psychiatrists, old age
psychiatrists,
neurologists,
geriatricians.

2. Social services,
voluntary
organisations,
community care
facilities

3. Hospital information
systems

DSM IV
dementia

AD (NINCDS/ADRDA),
VaD (NINDS/AIREN),
dementia with Lewy
bodies, frontotemporal
dementia, alcohol
related dementia, other

Ratnavalli
et al (2002)

Cambridge City,
East and South
Cambridgeshire

Base
population:
72,815 aged
45–64
Dementia cases:
108

1. all GPs, psychiatrists,
clinical psychology,

2. Community care
teams, nursing
homes, voluntary
services

3. Hospital-based
specialist dementia
services, inpatient
hospital records

DSM IV
dementia

AD (NINCDS/ADRDA),
VaD (NINDS/AIREN),
dementia with Lewy
bodies, frontotemporal
dementia, alcoholic
dementia, Parkinson’s
dementia, progressive
supranuclear palsy,
multisystems atrophy.
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The prevalence of dementia among those living in care homes

We could only identify three studies specifically examining the prevalence of dementia
among those living in UK care homes (Table 2.6). One gave the prevalence of dementia
among the sub-group of the 571 MRC CFAS study participants living in institutions at the
time of interview (Matthews and Dening 2002), another was a survey of a representative
sample of ‘non-EMI’ (elderly mentally infirm) nursing homes in the South Thames region
(Macdonald et al 2002), and the third a survey of diagnoses upon admission of all residents
of BUPA care homes in the UK (Bowman et al 2004). The MRC CFAS was a one-phase
survey using GMS/AGECAT to generate dementia diagnosis. Four studies were excluded
because they did not provide a clinical dementia diagnostic outcome, only assessing cogni-
tive impairment or behavioural disturbance (Jagger et al 1997, Challis et al 2000, Netten et
al 2001, Margallo-Lana et al, 2001)

In MRC CFAS the prevalence of dementia among those living in care homes did not vary
appreciably by age or gender, being 50% for those aged 65–74, 58% for those aged 75–84

Figure 2.3 The prevalence of young onset dementia in London
Source: Harvey et al (2003)

Table 2.5 The consensus estimates of the population prevalence (per 100,000) of young onset
dementia

Age in years F M Total

30–34 9.5 8.9 9.4
35–39 9.3 6.3 7.7
40–44 19.6 8.1 14.0
45–49 27.3 31.8 30.4
50–54 55.1 62.7 58.3
55–59 97.1 179.5 136.8
60–64 118.0 198.9 155.7
45–64 66.2 99.5 84.7
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years and 56% for those aged 85 and over. There were non-significant differences in the
prevalence according to care home setting: 72% in nursing homes, 51% in council residen-
tial care and 58% in private residential care. The prevalence of dementia in the nursing
homes in SE England was 74%. The prevalence of recorded diagnoses in the BUPA census
was 31% in residential care, and 38% in nursing homes, probably reflecting low levels of
staff awareness (given that unlike the other two studies there was no direct evaluation of
the residents).
Given the limitations of the evidence base, we asked the consensus group only to provide
estimates for late onset dementia among residents of institutions in the UK. These are given
in Table 2.7. The consensus group also generated estimates of the prevalence of dementia
among all those aged 65 years and over living in EMI homes (79.9%), nursing homes
(66.2%) and residential care homes (50.1%).

Table 2.6 Studies of the prevalence of dementia in care homes

Study Setting Total
population

Case ascertainment Outcome

Matthews
and Dening
(2002)

All MRC CFAS
participants (aged 65
and over) living in
institutional care
establishments in the
five catchment area
sites (Cambridgeshire,
Gwynedd, Newcastle,
Nottingham, Oxford)

571 Two phase survey;
screening using
GMS/AGECAT
organicity, MMSE
and age to screen,
and definitive
diagnosis using
GMS/AGECAT

GMS/AGECAT

Macdonald
et al (2002)

Probability sample of
non EMI nursing
homes in south-east
England and
probability sample of
residents

445 (phase 1)
61 (phase 2)

Two phase survey;
screening using MMSE
and definitive
diagnosis using
GMS/AGECAT

GMS/AGECAT

Bowman
et al (2004)

All 224 residential and
nursing homes in
BUPA’s UK portfolio

15,483 Census form
distributed to care
home staff

‘AD or other
dementia’ listed
among reasons for
admission

Table 2.7 The consensus estimates of the prevalence (%) of late onset dementia among
residents of care homes

Age in years F M Total

65–69 59.9 56.1 55.1
70–74 59.9 55.4 55.4
75–79 62.9 55.7 57.9
80–84 66.1 56.9 61.6
85–89 65.9 62.7 62.9
90–94 66.9 64.3 63.9
95+ 67.6 62.9 66.4
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Dementia sub-types
Three of the six population-based studies of late onset dementia included information on
sub-type diagnoses (O’Connor et al 1989, Brayne and Calloway 1989, Clarke et al 1991).
These were carried out in the late 1980s or early 1990s and hence were restricted to
Alzheimer’s disease, vascular or mixed dementia and ‘other’. Only the EURODEM meta
analysis of studies in the 1990s provided gender- as well as age-specific proportions with
AD and VaD. In that study, while the proportion with AD among females remained
constant at around 70% across the age range from 65 to 90 and over, among men the
proportion increased progressively from 38% among those aged 65–69 to 80% in those
over 90 years of age. Only the more recent Islington study (Stevens et al 2002), excluded
from the evidence base for overall dementia prevalence, provided information on the
relative frequency of a wider range of subtypes: AD (41%), VaD (32%), dementia in
Parkinson’s Disease (3%), frontotemporal dementia (3%) and dementia with Lewy Bodies
(8%); however, these proportions were only provided for all ages and both genders
combined. Both young onset dementia studies included detailed information on the full
range of dementia subtypes, based upon specialist dementia clinic work ups (Ratnavalli
et al 2002, Harvey et al 2003). Two further studies (McGonigal et al 1993, Newens et al
1991), excluded from the evidence base for overall dementia prevalence, provided limited
information on the relative frequency of AD, VaD and mixed dementia. None of the
studies of dementia in institutions included information on dementia subtype diagnosis.

Estimates of the proportion of dementia cases attributable to different sub-types need to be
interpreted with some caution. Clinico-pathological correlational studies examine the
agreement between the diagnosis made in life, and the pathology evident in the brain post-
mortem. These have tended to indicate that mixed pathologies are much more common
than ‘pure’ – this is particularly true for Alzheimer’s disease and vascular dementia, and
AD and dementia with Lewy bodies (DLB) (Neuropathology Group of the Medical
Research Council Cognitive Function and Ageing Study, 2001). In one large case series of
over 1000 post-mortems (Jellinger 2006), while 86% of all those with dementia had AD
related pathology, only 43% had pure AD. 26% had mixed AD and cerebrovascular
pathology and 10% had AD with cortical Lewy bodies. Findings were similar for those
who had been given a clinical diagnosis of AD. ‘Pure’ vascular dementia was comparatively
rare (7.3%). Uncommon subtypes of dementia – frontotemporal dementia, Creuzfeld Jakob
and Huntington’s disease – tended to be misdiagnosed in life as AD.

It is difficult, particularly in community-based epidemiological studies, to gather all of the
necessary information for accurate subtype diagnosis. Even then, the evidence from neu-
ropathological studies challenges the notion that individuals with dementia can be neatly
categorised into particular discrete subtypes. Therefore, the consensus estimates of the
proportion of cases accounted for by Alzheimer’s disease, vascular dementia, mixed
dementia, dementia with Lewy bodies, Parkinson’s dementia, frontotemporal dementia
and other dementias are perhaps best seen merely as tentative estimates of the relative
prominence of these different pathologies, in men and women with dementia, at different
ages.
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2.4 Limitations

Some limitations to these estimates should be noted.

The population-based studies that inform the estimates of population prevalence were
carried out between 1986 and 1993. No new epidemiological studies of the prevalence of
dementia have been carried out in the UK over the last 15 years. We cannot be certain that
the age- and gender-specific prevalence rates derived from these studies would have
remained stable over time. Changes in incidence (perhaps linked to improvements in diet

Figures 2.4a and 2.4b The consensus estimates of the proportion of all dementia cases accounted for by
different dementia subtypes, by age and gender
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and cardiovascular health) and survival with dementia (improved medical and social care)
are both possible.

Prevalence estimates derived from surveys sampling from relatively small catchment area
sites may not be generalisable to the whole of the UK. Against this, there is marked
consistency in reported prevalence across the studies, and between the UK and other
European studies that are included in the EURODEM meta-analyses.

All UK studies have reported the population prevalence for dementia, including those
living in institutions and those living in the community. The density of institutions within
the particular catchment areas studied will have an impact on overall population preva-
lence. While there are separate estimates of the prevalence of dementia within institutions,
there are no estimates of the prevalence of dementia among those living in the community.

Studies of young onset dementia are limited to those that derive the numerator for the
prevalence estimate from those in contact with local services. This is likely to have led to an
underestimate of prevalence and numbers affected in the age range 30–64 years.

There are very few studies of the prevalence of dementia in care homes. The limited
sampling frames mean that we cannot be confident that estimates derived from these
studies will generalise to the institutional settings in the UK as a whole. There is limited
information on the prevalence of dementia in different levels of care (residential care,
nursing home and EMI) and none of the studies focus specifically upon NHS continuing
care facilities. Again, there are no recent studies of dementia prevalence in care homes.
Changes in care provision and in criteria for banding may well have led to changes in
prevalence over time.

There is very limited information available from representative population-based studies
regarding the use of health and social services by people with dementia, and their informal
care. Again, these parameters would be expected to change over time given changes in
policy, legislation and level of provision.

2.5 Conclusions

We have successfully generated expert consensus estimates of dementia prevalence based
on a systematic review of the whole relevant research evidence base. We have allowed more
precisely than before for the effects of age and gender on prevalence. We have extended
the evidence-based estimation of numbers of people with dementia to include young onset
cases and enabled the estimation of the numbers of people with dementia living in care
homes, and in the community.
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CHAPTER 3

Number of people with dementia
in the UK

Overview

• The prevalence figures described in the previous chapter were applied to UK
population estimates to produce estimates of the numbers of people with
dementia in the UK.

• We estimate that there are now 683,597 people with dementia in the United
Kingdom. This represents 1 person in every 88 (1.1%) of the entire UK
population.

• Numbers of people with dementia in the UK are forecast to increase to 940,110 by
2021 and 1,735,087 by 2051, an increase of 38% over the next 15 years and 154%
over the next 45 years.

• Further estimates are given for the numbers of people with young and late-onset
dementia; different subtypes of dementia; levels of severity of dementia and differ-
ences between genders.

• We estimate that 424,378 people with late onset dementia (63.5%) live in private
households in the community, whereas 244,185 (36.5%) live in some form of
institutional care setting.

• The methodology used to make these estimates is described and discussed.

3.1 Calculation methods

The prevalence figures described in the previous chapter were applied to estimates of
population numbers for the UK. Mid-year population estimates for 2005 were obtained
from the National Statistics website for England and Wales (www.statistics.gov.uk), the
Scottish census results website (www.scrol.gov.uk) and the Northern Ireland census data
site (www.nisranew.nisra.gov.uk). Separate estimates were obtained for men and women,
for the age bands specified in the consensus exercise, and for those from Black and minor-
ity ethnic groups.

Applying the first set of prevalence estimates (for all people with dementia) to these figures
gave us the total number of people with dementia.



Separate prevalence estimates were made for people living in care homes (by age group and
gender). These estimates were applied to the numbers of people (again by age group and
gender) living in care homes. These data were obtained from the NOMIS website for
England and Wales which gives official labour market statistics (www.nomisweb.co.uk)
and the aforementioned website for Scottish census data. These numbers were then
adjusted to reflect the increase in population between 2001 and 2005. The proportion of
people with dementia living in care homes could then be computed, and this proportion
was applied to the total number of people with dementia in Northern Ireland in order to
estimate the numbers in care homes in that country (care home numbers were not available
at the time of the analysis for Northern Ireland).

The number of people with dementia living in care homes was subtracted from the total
number in the population to estimate the number living in the community, and the associ-
ated age- and gender-specific prevalence of dementia in the community-dwelling popula-
tion. These prevalences were applied to each local authority (or equivalent) area in England
and Wales [Scotland and NI to follow] and added to the number of people with dementia
living in care homes for each area. This allows us to examine local variations taking into
account age differences as well as differences in the supply of care home places.

It should be noted that there is some uncertainty regarding the total numbers of persons
living in supported accommodation. The census returns (care home residents in 2005)
should in principle provide an accurate estimate. However, the Laing and Buisson market
survey database (Laing and Buisson Publications, 2005) suggests higher numbers. Assum-
ing 91.1% occupancy, they calculated 477,315 residents in all, of whom 108,646 lived in
EMI homes and 368,669 in non EMI homes.

Projections of numbers of people with dementia were made by applying the population
prevalence rates to projected population estimates for the years 2005 through to 2051. The
latter were obtained from the Government Actuary Department (www.gad.gov.uk).

3.2 Number of people with dementia in the United Kingdom

We estimate that there are now 683,597 people with dementia in the United Kingdom. This
represents 1 in every 88 (1.1%) of the entire UK population.

84% of those with dementia live in England, 8% in Scotland, 5% in Wales and 2% in
Northern Ireland (see Figure 3.1, p. 23).

3.3 Projected increases in the number of people with dementia in
the United Kingdom

The number of people with dementia in the UK is forecast to increase to 940,110 by 2021
and 1,735,087 by 2051, an increase of 38% over the next 15 years and 154% over the next
45 years.

Rates of increase in the number of people with dementia are not symmetrical across the
range of ages of those affected. Since we have assumed that the age- and gender-specific
prevalence of dementia will not vary over time, the projected increases are driven entirely
by demographic ageing, that is the relatively large increase in the numbers of older people,
who are most at risk from dementia. This effect is illustrated in Figure 3.2 on p. 23. The
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increases in the numbers of people with dementia under 80 years of age will be relatively
small. Numbers of people with young onset dementia are projected to remain relatively
stable over time (see pp. 24–6).

Numbers of men and women with dementia are projected to increase at a similar rate (see
Figure 3.3).

Figure 3.1 Number of people in the UK with dementia (2005)

Figure 3.2 Projected increases in the number of people with dementia in the UK, by age group (2005–
2051)
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3.4 Regional variation

We have estimated the numbers of people with dementia for each local authority, primary
care trust (or equivalent) and parliamentary constituency. Full local figures will be pub-
lished in this report in due course.

We have chosen to display variation in the whole population prevalence of dementia (1.1%
for the whole of the UK) as this serves to illustrate the impact both of different age
distributions and different densities of institutions (residential care and nursing homes) on
the relative frequency of people with dementia within the local authority. Local authorities
with larger proportions of older inhabitants, and with a higher relative density of insti-
tutional places will tend to have a higher whole population prevalence of dementia.

This regional variation will have an impact upon the adequacy of local funding to meet the
health and social care needs of people with dementia.

3.5 Young onset dementia

We estimate that there are now at least 15,034 people with young onset dementia (onset
before the age of 65 years) in the United Kingdom. This is likely to be an underestimate by
up to three times given that estimates are based on referrals of younger people to services
which significantly underestimate the numbers.

Young onset dementia is comparatively rare, accounting for 2.2% of all people with
dementia in the UK.

83% of people with young onset dementia live in England, 9% in Scotland, 5% in Wales
and 3% in Northern Ireland.

Figure 3.3 Projected increases in the number of people with dementia in the UK, by gender (2005–2051)
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3.6 Projected increases in the number of people with young onset
dementia

Numbers of people with young onset dementia in the UK will increase to 17,279 by 2021
and 17,584 by 2051, an increase of just 17% over the next 45 years.

Figure 3.4 Number of people in the UK with young onset dementia (2005)

Figure 3.5 Projected increases in the number of people with young onset dementia, by age group (2005–
2051)
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3.7 Number of people with young onset dementia, by age
and gender

The number of people with young onset dementia increases sharply with age. Two thirds
(68%) of all cases are aged 55 and over.

Among this larger middle-aged group of people with young onset dementia, males
predominate over females with a M:F gender ratio of 1.7 to 1. Overall we estimate 8,771
men and 6,261 women in the UK have young onset dementia, a M:F gender ratio of 1.4
to 1.

3.8 Late onset dementia

We estimate that there are now 668,563 people with late onset dementia (onset after the age
of 65 years) in the United Kingdom.

Late onset dementia accounts for 97.8% of all people with dementia in the UK.

83% of people with late onset dementia live in England, 8% in Scotland, 5% in Wales and
2% in Northern Ireland.

Figure 3.6 Number of people in the UK with young onset dementia by age and gender (2005)
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3.9 Projected increases in the number of people with late onset
dementia

The number of people with late onset dementia in the UK will increase to 922,831 by 2021
and to 1,717503 by 2051, an increase of 156% over the next 45 years.

Figure 3.7 Number of people in the UK with late onset dementia (2005)

Figure 3.8 Projected increases in the number of people with late onset dementia in the UK (2005–2051)
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3.10 Number of people with late onset dementia, by age and
gender

The number of people with late-onset dementia continues to rise for each five year age band
up to the age of 80–84. For both genders, numbers decline thereafter. The reason for this
distribution is that while the age specific prevalence (the proportion affected within each
age band) was considered by the expert consensus panel to increase exponentially with
increasing age, the number of people in these older age groups declines progressively
because of increasing mortality. Despite this, two-thirds (68%) of all people with dementia
are aged 80 and over, and one sixth (17%) aged 90 or over.

Overall we estimate that 222,925 men and 445,641 women have late onset dementia,
approximately two women for every man affected. At older ages mortality is higher in men
than in women. Both the higher mortality among men and the higher age-specific dementia
prevalence in women contribute to the preponderance of women among the ‘oldest-old’
with dementia (see Figure 3.9). The male to female gender ratio is 1.4 to 1 at age 65–69
years, falling to 0.2 to 1 (five women for every man affected) for those aged 95 and over.

Figure 3.9 Number of people in the UK with late onset dementia by age and gender (2005)
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3.11 Dementia subtype

We estimate that nearly two-thirds (62%) of all people with dementia in the UK, 416,967
in all, have Alzheimer’s disease (AD), the most common form of dementia. The next
most common subtypes are vascular dementia (VaD) and mixed (vascular dementia and
Alzheimer’s disease) dementia, together accounting for over one-quarter (27%) of all cases.
In order of relative frequency dementia with Lewy bodies, frontotemporal dementia and
Parkinson’s dementia together account for 8% of all cases.

The distribution of subtypes is different in men and women; Alzheimer’s disease is more
common in women (67% in women compared with 55% in men), while vascular dementia
and mixed dementias account for 31% of all cases in men and just 25% in women.
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3.12 Residential status

We estimate that 424,378 people with late onset dementia live in private households (the
community), whereas 244,185 live in some form of care home. Overall, therefore, nearly
two-thirds (63.5%) of people with dementia live in their own homes and just over one-
third (36.5%) live in a care home (Figure 3.11).

Figure 3.10a, 3.10b and 3.10c Number and percentage of people in the UK with dementia by subtype
and gender

Figure 3.11 Number of people in the UK with late onset dementia living in residential care and in the
community
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The proportion of those with dementia living in care homes rises with age, from 26.6% of
those aged 65–74, to 27.8% of those aged 75–84, to 40.9% of those aged 85–89, to 60.8%
of those aged 90 and over. This is understandable in the context of

(a) the greater severity of dementia, in general, among the oldest old (see Figure 3.12), and

(b) the relative paucity of informal support among older people, who are more likely to
have been widowed, and to have lost many of their friends through bereavement.

Given the importance of the topic, there has been surprisingly little research in the UK into
factors predicting institutionalisation among people with dementia. One small longitudinal
study found a 20-fold increased risk among those without a co-resident caregiver. The same
study also found that people with behavioural and psychological symptoms of dementia
were more likely to be placed in residential care (Banerjee et al, 2003). A study in the
Netherlands (de Vugt et al, 2005) suggested that it was the caregiver response to
behavioural symptoms, rather than the symptoms themselves that predicted the break-
down of home-based care arrangements. The largest longitudinal study to date, from the
USA (Yaffe et al, 2002) found that patient-related factors (ethnicity, severity of cognitive
impairment, disability and behavioural symptoms) and caregiver factors (older age, and
caregiver strain) were implicated.

It should be noted that our estimates of the total numbers of people with dementia living in
care homes, and of the proportion living in these settings are substantially lower than a
recently published estimate (Macdonald A & Cooper B, 2006) of 368,000 older residents
with dementia, accounting for 54% of all those with dementia. While Macdonald applies a
slightly higher prevalence estimate for institutional care, the discrepancy arises mainly
because of the larger number of institutional care residents suggested by the Laing and
Buisson market report survey (Laing and Buisson Publications, 2005) compared with the
more conservative census figures used in this report.

3.13 Ethnicity

Table 3.1 summarises the estimated number of people from Black and minority ethnic
groups (BME) with young onset and late onset dementia in 2004. We have no specific
estimates of the prevalence of dementia in ethnic minority groups in the UK, and have
therefore assumed that this would be the same as for the UK population as a whole. The
total of 11,392 people from black and minority ethnic groups with dementia represents
1.7% of all people with dementia in the UK. It is noteworthy that 6.1% of all people with
dementia among BME groups are young onset, compared with only 2.2% for the UK
population as a whole.

Table 3.1 Number of people with young onset and late onset
dementia from Black and minority ethnic groups

Young onset Late onset Total

NI 2 43 45
Wales 10 185 195
England 699 10,693 11,392
Scotland 15 213 228
UK 726 11,134 11,860
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There are as yet no accurate projections available for the future size of the BME population
in the UK, by age and gender. We were, therefore, not able to calculate projected increases
in the numbers of people with dementia within these groups. However, we can predict,
with confidence, that the increases will be much larger in relative terms than for the UK
population as a whole. The number of older people, and the number of people with
dementia will rise especially quickly in several minority ethnic groups as first generation
migrants from the 1950s to the 1970s age into the age groups most at risk for dementia.
Figure 3.12 (taken from ONS 2001 survey data) illustrates the current preponderance
of middle aged, compared with older aged persons among Indian, Black Caribbean Black
African and Chinese minority ethnic groups.

3.14 Mortality

Dementia shortens the lives of those who develop the condition. One of the best studies in
the field (Fitzpatrick et al, 2005) estimated median survival with Alzheimer’s disease at 7.1
years (95% confidence intervals, 6.7–7.5 years) and for vascular dementia 3.9 years (3.5–
4.2 years). Evidently, there is much individual variability around these median estimates.
The contribution of dementia to mortality is difficult to assess, as people with dementia
often have one or more comorbid health conditions that may or may not be related to the
dementia process, and which themselves may hasten death. Death certificates are acknow-
ledged to be an imperfect source of information on dementia-related mortality. An alterna-
tive is to use a probabilistic approach, based upon empirical findings from epidemiological
studies of the increased risk of mortality associated with dementia. The EURODEM inci-
dence studies reported a constant relative risk of 2.38 up to age 89, declining to 1.80 in
females and 1.60 in males over the age of 90. The population attributable risk fraction
(PARF) is the proportion of the outcome (in this case death) that could be averted if the

Figure 3.12 The age distribution of BME groups in the UK (2001 census)
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risk exposure (dementia) could be removed from the population. The PARF is calculated
using the formula

PARF = p (RR − 1)/[p (RR − 1) + 1]

(where p is the population prevalence of dementia, and RR is the relative risk for
mortality, as above)

for each age and gender stratum, and these proportions are then applied to the total
number of deaths in England, Scotland and Wales within this age and gender group.

The findings from these analyses are summarised in Table 3.2. The proportion of deaths
attributable to dementia increases steadily from 2% at age 65 to a peak of 18% at age
85–89 in men, and from 1% at age 65 to a peak of 23% at age 85–89 in women. Overall,
10% of deaths in men over 65 years, and 15% of deaths in women are attributable to
dementia. 59,685 deaths annually among the over 65s may have been averted if dementia
were removed from the population. The majority of these deaths occurred among those
aged 80–95 years.

A more realistically achievable model would be one in which the onset of dementia might
be delayed on average by 5 years, by a combination of improvements in public health
(cardiovascular risk factor reduction and diet) and specific preventive treatments. This
would halve the prevalence of dementia in each five year age band, and, in principle halve
the numbers of death attributed here to dementia – saving nearly 30,000 lives annually.

3.15 Conclusions

The estimate of the total number of people with dementia in the UK provided in this report
(683,597) is somewhat more conservative than that previously calculated by the
Alzheimer’s Society (775,000 in 2001), and than that estimated for the UK by Alzheimer’s
Disease International (ADI) in an earlier consensus exercise (741,000 aged 60 and over in
2005). We are however confident that the estimate in this report provides the best current

Table 3.2 Total deaths (England, Scotland and Wales) for 2005, and the proportion and number of deaths
theoretically attributable to dementia

Males Females All

Age
group

Total
deaths
(for the
year 2005)

PARF
(proportion
of deaths
attributed
to dementia)

Number
of deaths
annually
attributed
to dementia

Total
deaths
(for the
year 2005)

PARF
(proportion
of deaths
attributed
to dementia)

Number
of deaths
annually
attributed
to dementia

Number of
deaths
annually
attributed
to dementia

65–69 23,993 0.02 487 16,492 0.01 224 711
70–74 33,369 0.03 896 24,322 0.03 811 1,707
75–79 43,826 0.07 2,934 38,911 0.08 3,158 6,092
80–84 49,648 0.12 6,179 57,101 0.15 8,799 14,978
85–89 34,325 0.18 6,335 54,495 0.23 12,736 19,071
90–94 19,494 0.14 2,735 46,408 0.19 8,813 11,548
95+ 5,500 0.15 825 22,647 0.21 4,753 5,578
Total 210,155 0.10 20,391 260,376 0.15 39,294 59,685
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basis for policymaking and planning, based as it is upon a systematic review and expert
consensus synthesis of the entire relevant UK research evidence base. The earlier Alzheim-
er’s Society figures allowed only approximately for the effect of age, and did not apply
separate prevalence figures for men and women. The ADI figures were derived by applying
the expert consensus age-specific prevalence figures for the European region as a whole to
the UK population.

The estimates for the number of people with young onset dementia (15,034) were derived
from studies that relied upon service contacts for ascertainment of cases. These will almost
certainly have led to an underestimation of prevalence and numbers, given any delay
between the onset of a clinically diagnosable syndrome and help-seeking. The discontinuity
between the otherwise smooth exponential increase in the prevalence of dementia between
the age range covered by the young onset studies (30–64 years) and the late onset studies
(65 years and over) suggests that the extent of the underestimation may be as much as
threefold.

We are not aware of any previous reliable UK wide estimates of the proportion, or numbers
of dementia cases accounted for by different subtypes. The estimates provided here are
therefore unique.

The UK MRC-CFAS study estimated from the five regional centres included in their
sampling frame that 34% (95% CI 30%–39%) of people with dementia lived in care
homes (Matthews and Dening 2002). This figure is very close to the 36.5% that we have
estimated in this report. The Canadian Study of Health and Ageing (1994) is, to date, the
only nationally representative survey of dementia to have sampled separately private
households and institutional care settings. After weighting back, the evidence was that
approximately one half of all those with dementia lived in institutional settings. While the
Canadian health and social care systems are somewhat different to those in the UK, the
disparity between these estimates and ours do suggest the possibility that our figure may be
an underestimate.

Need for more research

There is a clear need for more descriptive epidemiological research into dementia in the
UK.

Ideally, we need a UK-wide representative survey of older people with separate sampling
frames for private households and care homes, that includes all members of society includ-
ing those with learning disability. This survey would estimate the prevalence of dementia in
the community, and in different types of care home using current clinical diagnostic criteria
(DSM IV or ICD10). The survey would include a comprehensive assessment of formal and
informal care receipts, to allow accurate estimations of cost of illness, and to monitor access
to and uptake of health and social services.

The survey should be repeated at regular intervals, using comparable methodology in order
to assess trends over time: in the prevalence of dementia and in formal and informal care
arrangements.

A survey meeting most of these requirements, the Great Britain National Psychiatric Mor-
bidity Survey, was carried out in 1995, 2000 and 2006, commissioned and funded by the
UK Government. The first survey was limited to those aged 16–64 years. The upper age
range was extended to 74 years in 2000 and there was no upper age limit in the 2006 survey.
There is no oversampling of older adults. Despite the inclusion of older adults, dementia
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assessment is limited to a brief cognitive screening test, the TICS-m, similar to the MMSE.
The survey includes a second phase element in which those screened as likely to have
serious (but low prevalence) mental disorders, for example psychosis, and a random sam-
ple of those screening negative, receive a more detailed clinical diagnostic assessment.
Dementia is not yet among the conditions prioritised in this way.
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CHAPTER 4

Service development

Overview

The role of the health and social care systems in meeting the multiple needs of people
with dementia and their families is a key policy issue in the UK. This chapter provides
a commentary on the development of services for people with dementia and considers
the following:

• Informal care – unpaid care provided by family members and friends, the mainstay
of dementia care in the UK.

• Financing health and social care – demographic challenges, charges, choices and
independence.

• Specialist health services for people with dementia – the role of old age psychiatry.

• Dementia assessment and care – diagnosis and referrals.

• Social care provision – residential and nursing care, extra care housing, com-
munity based support and mental health services.

• The state of current dementia commissioning, care and policy – services are not
available for a large majority of the population to deliver the memory assessment
and care services that are stipulated in government policy, yet demand is predicted
to grow.

4.1 Introduction

Many people with dementia and their families have multiple needs, which can be identi-
fied, assessed and addressed by more than one agency or sector. In particular people with
dementia may receive support from both or either of the health and social care systems.
Differences between the finance arrangements and responsibilities, eligibility and ways of
accessing health and social care services can be a source of both confusion and distress. An
added complication is that the support and care needed by people with dementia and their
families could be delivered by government, private or voluntary organisations. However,
most support and care is not provided through structured organisations but by individuals,
whether unpaid family members, other unpaid caregivers or – increasingly by individuals
employed under direct payment or individual budget arrangements. The need to support
family and other unpaid carers, and the opportunities to increase choice and control



through devolution of responsibility for commissioning services are important aspects of
current provision for people with dementia in the UK.

In this chapter we describe the development and organisation of services for people with
dementia and for their families. First we look at family and other informal caregivers for
people with dementia (Section 4.2). We then offer a brief summary of the financing struc-
ture for services, including the growth of consumer-directed arrangements (Section 4.3).
The next few sections consider the development of old age mental health services primarily
within the NHS (Sections 4.4 to 4.7), and then look at social care services and their
development (Section 4.8). A final section summarises the current state of commissioning
in dementia care and policy.

4.2 Informal care

Using data from the General Household Survey (1998/99), Pickard et al (2001) estimated
that 53% of people aged 65 or over with ‘dependency problems’ were supported by unpaid
carers only, 34% received both informal and formal care, 9% received formal care only
and 3% were unsupported. The Audit Commission (2004) estimated that there were four
million carers in England, about one million of whom provide more than 50 hours a week
of care. Most are of working age.

Legislation and guidance in the UK over the last two decades has considerably improved
the (potential) support for carers (Secretary of State for Health 2000; National Assembly
for Wales 2000; Audit Commission 2004), but the Audit Commission’s view was that the
government’s aspirations for carers of older people were not being realised in practice for
the majority.

The Audit Commission identified a number of ‘failings’, including poor early identification
of carers, failure to refer them to social services or the voluntary sector for support and
guidance, unsystematic approaches to the provision of information and advice, and a lack
of clear points of contact for carers in need of urgent help or advice. They also pointed to
limited availability of appropriate support services at crucial times (such as at night or at
weekends) or when the person being cared for is being discharged from hospital.

A particular issue for dementia care is that the pool of potential family caregivers is being
affected by changing demographic patterns, shifts in family composition, labour force
participation and increased geographical mobility. (Moise et al 2004, Comas et al 2007).
Projections of the future costs of long-term care are sensitive to assumptions made about
the future supply of informal care.

A great many studies have pointed to the effects of caring on carers (e.g. the review by Pickard
2004). Many carers gain satisfaction from their role, however there are also negative aspects
to caregiving. For example, there is plenty of evidence that poor carer health is particularly
associated with supporting older people with cognitive impairment (Morris et al 1988;
Moise et al 2004). Schneider et al (1999) pointed to the ‘high level of burden and mental
distress in spouse carers for people with Alzheimer’s disease’ (p.652). They made recom-
mendations for better primary and secondary prevention of this burden by addressing the
clinical needs of people with dementia, changes in public attitudes and education to reduce
the negative social reactions to the illness, better economic support for carers, and recogni-
tion of the particular needs of higher risk groups, such as younger spouse carers. Living-
ston et al (1996) reported a high prevalence of depression among the carers of older people
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with depression, dementia or physical disability living in community settings. Although
MRC-CFAS (2002) found that caregivers’ psychological well being did not deteriorate over
a two year period in the cases of carers of older people with mental health problems. Buck
et al (1997) investigated the extent and correlates of psychological distress among carers:
stress was higher when the older person being cared for had more behavioural problems.

Another widely documented effect of caring is the reduced opportunity that carers have to
work and earn an income. For example, Evandrou (1995) found that men and women who
provide twenty or more hours per week of informal care have earnings from employment
that are 25% lower than the earnings of employed non-carers. Indeed, caring has a lifetime
impact on earnings and other income (Evandrou and Falkingham 1995). Glendinning
(1992) concluded that the health status of the care recipient was the most important
influence on decisions over changes in labour force participation by the informal carer. The
MRC-CFAS study found that 15% of informal carers of people with dementia had altered
their employment arrangements: 9% of them had reduced their hours of work and 6% had
changed their hours of work without reducing them. One fifth of carers of pre-statutory
retirement age had given up work altogether. Half of those of pre-statutory retirement age
who were not working claimed that caring was the main reason for not seeking paid
employment.

Our discussion of formal care service arrangements must be seen against this backdrop of
informal care.

4.3 Financing arrangements and funding devolution

The National Health Service is funded out of centrally collected general taxation, is uni-
versally available, and is mainly free from user charges. In contrast, social care services are
funded from central and local taxation, routed through local authorities (since 1993), and
are subject to user charges (personal care is means-tested in England, Wales and Northern
Ireland, but not in Scotland).

A nationally applicable means test for residential care takes account of an individual user’s
income and assets, although there is a ‘disregard’ for the initial period of care, and if these
assets exceed a prescribed capital limit then charges are levied.

Charges for home care, day care and a range of other services are set by local authorities.
There is substantial tension about where dementia services should sit in relation to the
boundary between NHS services (free at point of use) and social care (means-tested). A
few years ago the Audit Commission (2002) described wide variations in the extent of NHS
funding of continuing care for older people with mental health problems, and the problem
persists.

Financing long-term care

There has been an ongoing debate about the extent to which long-term care should be
financed publicly in the UK. The key recommendation of the Royal Commission (Royal
Commission, 1999) was that the costs of nursing and personal care should be financed out
of general taxation by the state, without a means-test. The means-test for nursing care for
nursing homes in England was removed, while all other costs of care remained subject to
means-testing (Secretary of State for Health 2000). The National Assembly for Wales and
the Northern Ireland Assembly adopted similar decisions, but the Scottish Executive
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decided to make personal and nursing care free of charge, both in people’s own homes or
in care homes (Care Development Group 2001). As we shall see in Chapter 5, there are
quite marked differences in social care costs and patterns of provision between different
parts of the UK.

There have been calls to make personal care free to all, for example by the Institute for
Public Policy Research (IPPR) (Brooks et al 2002). A recent report by the Joseph Rowntree
Foundation (2006) argued for fundamental reform of the long-term care financing system,
and made suggestions for improvements.

The recent Wanless Review of Social Care (Wanless at al 2006) recommended increased
expenditure on social care for older people and a radical change to the financing system.
The review team have proposed a non-means-tested entitlement to social care, with gov-
ernment meeting two-thirds of the cost of the care package, and the remainder of the costs
being met half by the user and half by the government, that is, with government meeting
five-sixths of the costs if the user agrees to meet one-sixth.

Direct payments

The 1990 NHS and Community Care Act encouraged individual flexibility and devolved
budgets (to case/care managers), but real progress has been made only comparatively
recently (Knapp 2007). Direct payments (transfers of social care funding to individuals to
spend on a range of services to meet their personal care needs) were only extended to older
people in 2000. It is now mandatory for local authorities to offer direct payments to all
‘suitable’ users, and national performance monitoring systems monitor the numbers of
people who receive them.

The roll out of direct payments to social care users has been slow – certainly disappoint-
ingly slow to central government, and noticeably slower outside England (Davey et al
2007). In particular, the most recent Department of Health statistics show that less than
1% of older people supported by English authorities are in receipt of direct payments, and
that for disabled people the proportion is only around 7%. Several reasons have been
suggested for slow take-up (Perri 6 2005; Fernandez et al 2007), including ignorance of
their availability, resistance among those who have responsibility for implementation
(because of risk-aversion, conservatism or fear of loss of control), vested interests within
the provider community, scarcity of suitable people to work as personal assistants, the
perception that the monetary value of a direct payment is too small, lack of availability of
local community groups or support organisations, concerns about the burden of legal and
administrative responsibility, and concerns about the vulnerability of individuals to finan-
cial exploitation. Not surprisingly, there are very wide variations in both rate of take-up
and level of support by different user groups and between local authorities, linked to a
number of need, policy, political and other characteristics of area (Fernandez et al 2007).
The supply of informal care is influential too, with direct payments take-up being lower in
areas with a higher proportion of the local population providing informal care.

Individual budgets

More recently, more adventurously, and certainly with more attendant risks, is the piloting
of individual budgets. This programme has been heralded as the centrepiece of ambitions
to ‘modernise’ social care in England (Glendinning et al 2006), with individual budgets
currently being piloted in thirteen English local authorities. They bring together the
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resources to which an individual is eligible, from (among other funding streams) local
authority adult social care budgets, community equipment, housing adaptations, housing-
related support through the Supporting People programme, the Independent Living Fund
and Access to Work from the Department for Work and Pensions. An individual who is
assessed as eligible for one or more of these forms of support is told the total amount
available from these sources, and can then decide how to use their allocated resources to
meet their personal care or other needs. The process is transparent, hands much more
control to the individual budget holder, and clearly seeks to promote real, operational
choice. The pilot programme is currently being evaluated (Manthorpe et al 2007; Glendin-
ning et al 2006). To date few people with dementia have been offered individual budgets,
although this is expected to change over the next year.

4.4 Specialist health services for people with dementia

People with dementia are part of the caseload of all medical specialties with the possible
exception of paediatrics and obstetrics. This is because dementia is predominantly a dis-
order of later life and with increasing age come other disorders requiring consultation and
intervention. Dementia is a common disorder and so is routinely dealt with by primary
care. In addition, dementia itself complicates the management and rehabilitation of all
other disorders, so people with dementia have longer stay lengths in hospital and more
readmissions than their peers without dementia.

In the UK the lead specialty that has evolved to diagnose and treat people with dementia is
old age psychiatry. However even within the UK, diagnosis and treatment might also be
carried out by a geriatrician (e.g. if there is concomitant acute physical illness requiring
admission to a general hospital), a neurologist (e.g. where the person is relatively young) or
a GP (where the GP has a particular skill or interest in the area).

Although families provide the majority of care received by people with dementia profes-
sional health care can be vital to the individual with dementia and their family. A lack of
diagnosis means a lack of specific treatment and care for dementia. Diagnosis is the gate-
way for care. Despite excellent development work there remains a widespread reticence
amongst GPs to make the diagnosis in primary care (Vernooj-Drassen et al 2005).

4.5 Historical development of specialist health services

In 1949 Felix Post opened the first geriatric unit in a psychiatric hospital at the Bethlem
Royal Hospital (Post 2002). Some day hospital provision for older people was developed in
the 1950s and 1960s (Farndale 1961; Hilton, 2005). In 1963 the service at Severalls Hos-
pital in Essex introduced emergency home assessment using an old ambulance whose
interventions included providing coal, candles and soap as well as medication (Whitehead,
1970), encapsulating the pragmatic approach that old age psychiatry has had from the start.
The first comprehensive old age psychiatric service was probably that working from
Goodmayes Hospital in east London (Arie 1970). Its underpinning principles were:

• ease of accessibility;

• flexibility;

• assessments being made at the patients home;
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• management of the patient in close co-operation with GPs and other interested parties.

This comprehensive model of service, with its strong community focus, remains the basis
for old age psychiatric services provided in the UK and, through the evangelism of Profes-
sor Tom Arie and his many trainees, in a large number of other countries across the world.

It is UK policy that all areas should have a specialist old age psychiatry service and data
held by the Royal College of Psychiatrists’ faculty of old age psychiatry suggest that is now
the case. These posts are now mostly filled by doctors working full time in old age psych-
iatry rather than being split between old age and general psychiatry (Banerjee et al 1993).
However, there remain posts which are poorly resourced with unsustainably large catch-
ment areas and workloads (Jolley and Benbow 1997). In 1996 20% of old age psychiatric
consultant posts in south London were either vacant or filled by a locum (Philpot and
Banerjee 1997).

4.6 Community assessment and treatment in old age psychiatry

The traditional model of old age psychiatric service delivery combines first assessment
either at home following a GP request for a consultant domiciliary visit or more rarely in an
out-patient clinic. Follow-up may then be by further consultant home visits, out-patient
attendance or CPN. Out-patient assessment and follow-up may be problematic in elderly
populations for reasons which include:

• difficulty assessing the patient’s true level of functioning without seeing them in their
own home;

• the need to assess risk in the patient’s own environment;

• the value of being able to inspect the home;

• difficulties or unwillingness of patients to attend clinics due to disability, cognitive
impairment or lack of insight;

• transporting people with dementia to unfamiliar surroundings may exacerbate dis-
orientation and behavioural disturbance and so compromise the assessment;

• decreased access to information (eg medicine bottles and district nursing or social
service notes) and informants such as neighbours.

For these reasons many services have almost entirely done away with hospital-based, clinic
or GP practice-based outpatient assessment and follow up, or reserve it for select groups of
patients.

4.7 Dementia assessment and care

The interface between primary health care and old age psychiatric services with respect to
people with dementia continues to be clouded by the lack of generally agreed criteria for
referral. This has resulted in a lack of clarity about what can and should be done by and in
primary care, and what is required from, and is the responsibility of, old age psychiatry
(Downs 1996). There is marked variation in GPs’ skills in diagnosing and managing
dementia (O’Connor et al 1988; Philp and Young 1988). There is considerable heterogeneity
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of need in dementia. The people with dementia who are referred to old age psychiatry
include those where: the diagnosis is difficult; there is associated psychopathology such as
depression or psychosis; there is dangerous or severely disturbed behaviour such as vio-
lence, wandering or sexual disinhibition; there is severe carer strain; and where other
agencies such as social services have asked the GP to request an assessment for their own
needs. This is however only a small proportion of people with dementia and current
models of service provision may be seen to be failing to meet the needs of the majority
of people with dementia with only 15–20% ever having contact with specialist services
(Holmes et al, 1995).

It is therefore possible to identify two main streams in dementia care: a ‘serious mental
illness’ stream and an ‘early intervention’ stream. The ‘serious mental illness’ stream
includes people with severe and complex disorders where there are high levels of risk and
comorbidity. These individuals require the resources and skills of old age psychiatric
community mental health teams and many will find their way to such care. This stream is
skewed to those with higher levels of severity. In the ‘early intervention’ stream there is
early and often uncomplicated disorder with the possibility of early intervention and there-
fore the greatest possibility of the prevention of future harm, risk and cost for the patient,
their carers and services (Gaugler et al, 2005). This group has less likelihood of access to
care.

With advances in public expectation and in psychological, social and biological treatments
in dementia, services are already under pressure from increasing numbers of new referrals
from the ‘early intervention’ stream (Banerjee 2001). The health service is therefore faced
with how to meet this challenge; by replicating existing services (‘more of the same’) or by
generating new models of service delivery and service redesign. One approach has been
the establishment of memory clinics (Lindesay et al 2002; Phipps et al 2002). But their
services are inconsistent and their reach limited at present (Moise et al 2004).

4.8 Social care services

Many of the needs of older people with dementia stem from deterioration in their health
and are usually met appropriately by health care services. Other needs are better met by
social services, but the boundaries between the two are sometimes hard to draw and
potentially have implications for access and level of care, and for the balance of funding.
However, the most important ‘provider sector’ is the informal one, as noted earlier, and the
availability of support from families, neighbours and community groups heavily influences
the level and type of need for formal care.

Balance of care

A major theme in long-term care for the past two decades has been to shift the balance of
care away from institutional forms of care towards community or home care. Discussions
on the appropriate balance of care have included arguments about relative effectiveness
(for whom is residential care more effective, and when?), relative cost (both in total and to
various agencies, especially health and social care) and user and family preferences (them-
selves influenced by factors such as perceptions of quality, availability of informal care,
cultural expectations with regard to family obligations and personal cost). We provide the
most recent statistics on care home provision across the UK in Chapter 5.
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Residential care

Residential care services for older people grew rapidly during the 1980s for a number of
reasons: demographic change, the liberal social security environment (with no needs
assessment of residents), the general business-supporting climate engendered by the Con-
servative governments, and the boom in the property market making investment in phys-
ical capital a sound one. But in recent years, this trend has been reversed. England has
experienced a greater fall in the number of care homes than other parts of the UK, and
particularly in the number of private residential homes, although it is interesting that the
immediate years after the 1990 Act saw a slowing, but not a reversal, in the rate of growth
of care home provision. During this period many local authorities were looking to close
some of their in-house provision, but in fact many facilities were transferred to the private
and voluntary sectors (Wistow et al 1994 chapter 7; Kendall et al 2002). There was also
difficulty countering the strong influences of the inherited patterns of (supply-induced)
demand (Audit Commission 1997). Today, as a result of a faster rate of home closure than
anticipated, some areas face shortages of care home accommodation.

Provision of residential and nursing home care has in fact changed considerably in a
number of respects, with a rapid growth of private sector market share (particularly of
larger corporate providers) and a fall in public sector in-house provision. Average home
size has been increasing, now about 34 beds per home in England. Care home closures
have been disproportionately common among small homes and those with a positive social
environment. They have arisen because fees paid by local authorities do not always cover
costs (exacerbated by rising dependency levels and rising standards) and staff recruitment
can be difficult. One consequence of these (unplanned) closures has been to leave some
areas with under-capacity, particularly in nursing homes and other facilities offering spe-
cialist care for older people with mental health problems (SSI 2003, Netten et al 2002). The
availability of care home places has demonstrably important impacts on delayed discharges
from hospital (Fernandez and Forder 2002).

Quality of care in residential and nursing homes has been a concern for many decades.
Standards have improved, of course, in response to inspection and contractual require-
ments as well as competition, although more could clearly be achieved. For example, the
Audit Commission (2002) found that the physical environments in which respite and
hospital services were provided were unsuitable for older people with mental health prob-
lems in over a third of the areas examined in the course of their audit, and that specialist
settings – where they were available – had ‘consistently good quality physical environ-
ments’ in only half the areas (p.32). A number of initiatives have been taken to improve
care home standards, working through purchaser-provider contracts and monitoring, per-
formance reviews, inspections, audits, Best Value reviews and, of course, national regula-
tory standards.

There have always been marked variations within the constituent countries of the UK in
relation to many of these charted features of care homes. For example, the Audit Commis-
sion (1986) noted that there were heavier concentrations of private sector care homes in the
south of England and in larger conurbations, particularly on the coast, where there already
existed suitable housing stock for conversion. The SSI (2003) pointed to marked regional
variations in admissions.
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Extra care housing

A significant change in the service portfolio for older people over recent years has been the
development of ‘extra care housing as an alternative to long-term care and as a community
focus for intermediate care schemes’ (SSI 2003 p.7). Earlier manifestations of these services
were called ‘very sheltered housing’ and ‘housing and care’ schemes. Retirement com-
munities can come within this category (e.g. see Croucher et al 2003 on Hartrigg Oaks in
York). Most extra care housing is provided by the social rented sector (local authorities or
registered social landlords). Many local initiatives in England are linked to the Supporting
People programme, which replaced the previously fragmented funding arrangements for
housing and care arrangements and was intended to overcome legal restrictions on the use
of housing benefit for care services. The underlying aim was the promotion of independ-
ence through unregistered rather than registered accommodation, in a consistent and fair
manner – with mixed success (Griffiths 2000).

Home care

One reason for the recent reversal of 50 years of per capita and then absolute growth in
residential, nursing home and long-stay hospital provision was the growing provision of
community-based support. However, rather bigger influences on the scale of care home
provision came from outside the social care system, including the broader economic
environment.

There are no statistics on the overall size of the home care market, and the (potentially
large) privately funded sector is currently neither registered nor regulated. Looking at
publicly supported home care in England, it is clear that there has been:

• very significant growth in the volume of home care hours purchased by local
authorities,

• a fall in the number of people supported,

• changes in service range and orientation (e.g. more short-duration, weekend, out-of-
hours and dependency-contingent care packages), and

• very rapid growth of the market share of the independent sectors.

Considerably fewer households are now receiving home care services than a few years ago,
but those that do are receiving a much more intensive package of support. Generally, these
are the people with greater needs. In 1993 in England, for example, 38% of households in
receipt of home care had only one visit of two hours or less in duration, compared to 15%
in 2003 (Department of Health, 2004). Many of these people will now be purchasing home
care services privately: the proportion has increased considerably (Pickard et al 2001).
With the virtual disappearance of (publicly supported) low-level home care the burden
falling on families has clearly increased. Another consequence is that people tend to get
admitted to care homes when already quite dependent, including at later stages of
dementia. Carer-related factors are common reasons for admission to care homes. Another
consequence is that a high proportion of residents in care homes and other highly staffed
congregate care settings today will have dementia.

In contrast with these trends in England, the number of home care contact hours for older
people in Wales has decreased in recent years, as has the number of people aged 65 or over
receiving home care in Northern Ireland. The independent sector also appears to provide a
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much lower proportion of home care in Wales than in England. In terms of the intensity of
home care provision, there are broadly similar proportions of home care recipients receiv-
ing over 10 hours per week of care in Wales and England.

There is little evidence on the quality of home care services, but user satisfaction levels are
often rather low (Netten et al 2004). Underlying problems include staff recruitment and
retention difficulties, under-developed relationships with providers (see above), a poorly
trained workforce, and a recent tendency to keep prices low, thereby threatening quality.
There have been moves towards registration and national regulation of care standards only
quite recently.

Hospital-community balance

One major concern across the UK is the inappropriately high use of in-patient hospital
services by older people. In-patient care has fallen since 1990, although not as fast as
hoped. Delayed discharges from hospital are problematic to policy makers because they
waste resources: they are both inefficient and inequitable. They are also problematic to
individual older people because they confine them to longer stays in hospital than they or
their families would wish. Analyses have corroborated the view that provision of social care
services (both community- and institution-based) can significantly reduce delayed dis-
charge rates. Local resource levels and input prices matter significantly. A number of
national and local initiatives have been set up to reduce inappropriate in-patient bed use.

Unmet mental health needs

There is no shortage of evidence from various parts of the UK that mental health remains
one of most prevalent of unmet needs for older people (e.g. Department of Health 2001,
Girling et al 1995; Holmes et al 1995; Social Services Inspectorate 1997; MRC-CFAS
1999). Depression is especially overlooked, among both people with dementia and without.
Clarification is needed of the role of social care staff in dementia assessment and support
services (Manthorpe et al 2004). Recognition of the mental health needs of older people
from Black and minority ethnic groups may be lower than in the white population (Lloyd
1993, Abas 1996; but see Odutoye and Shah 1999, Livingstone et al 2002). Adamson
(2001) found limited knowledge of dementia among families of South Asian and African/
Caribbean descent, which could cause difficulties in the planning of community-based
services. Gaining a better understanding of the mental health needs of minority ethnic
communities has been stated as a policy aim in Wales and England (Welsh Assembly
Government 2003, Social Services Inspectorate 2003). It is also worrying that older people
in receipt of home care services or living in care homes have unrecognised and unmet
mental and other health needs (e.g. see Banerjee and MacDonald 1996, Barodawala et al
2001, Bagley et al 2000). Generally, targeting of services has been seen as poor for older
people with mental health problems.

When the Audit Commission followed up their 2000 report on mental health services for
older people, Forget Me Not, they still found many areas in England without specialist
teams for older people with mental health problems (and see Mitchell 2001), and many
teams did not have all the recommended core professions represented. Respite care was
hard to access, day hospital services were not available in more than half the areas surveyed,
and only a third of the areas had jointly agreed assessment and care management pro-
cedures. Almost a quarter of all areas studied had no clear service goals or plans. The
physical environments in which respite and hospital services were provided were unsuit-
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able for older people with mental health problems in over a third of the areas, and specialist
settings – where available – had ‘consistently good quality physical environments’ in only
half the areas. As noted above, specialist dementia services have developed in various ways
across the UK, as set out above, including special care units for dementia patients.

The voluntary sector provides a range of innovative services for people with dementia and
their carers, as well as advocacy, self help, information and training – across all parts of the
UK. For example, the Alzheimer’s Society provides helplines and support for carers, runs
quality day and home care, funds medical and scientific research and gives financial help to
families in need. Dementia Voice works to promote service development and best practice
in dementia care.

One of the major organisational and resource challenges in dementia care is to coordinate
the funding of services in ways that are effective, cost-effective and fair. Cost shifting and
‘problem dumping’ between agencies will not help individuals or families, but recognition
of economic symbiosis could help decision makers fashion improved responses to needs
through pooled budgets, jointly commissioned programs and other ‘whole system’
initiatives.

4.9 The state of current dementia commissioning, care and policy

Mental health forms the subject of Standard 7 of the National Service Framework for
Older People (NSF-OP; DH 2000). It specifies the need for comprehensive specialist
OPMH services and is explicit about the need to identify and treat people with dementia
early in their illness as well as providing high quality health and social care across dementia
severity. However, as we have seen, evidence has been accumulating that suggests a failure
of services for older people with mental disorders. The Audit Commission’s (AC) Forget Me
Not (2000) and Forget Me Not 2002 (2002) reports identified multiple areas for service
improvement. In 2003 the national inspection reports by the Social Services Inspectorate
(SSI) Improving Older People’s Services: an overview of performance and the Commission
for Health Improvement (CHI) What CHI has found in mental health trusts reported
deficiencies in the commissioning and delivery of OPMH services (CHI 2003a).

The CHI (2003b) investigation into matters arising from care on Rowan ward found similar
local circumstances and systemic problems to its 2000 investigations into abuse of older
people at the North Lakeland Healthcare NHS Trust. In 2005, the national review of older
people’s services by Healthcare Commission/AC and the Commission for Social Care
Inspection (CSCI) found that commissioning and delivery of OPMH services were still
causing for concern and required additional work. This was confirmed in National
Directors’ reviews in 2004 (Louis Appleby: The National Service Framework for Mental
Health – Five Years On, and Ian Philp: Better Health in Old Age). Both highlighted the fact
that mental health in older people required particular attention. Living Well in Later Life,
the HC/CSCI/AC 2006 review of older people’s services, highlights the difficulties faced
by OPMH services. While it found that explicit age discrimination had declined in general
since the publication of the older people’s NSF, but OPMH services were an exception
where by differential investment ‘the organisational division between mental health ser-
vices for adults of working age and older people has resulted in the development of an
unfair system. . .’.

The clearest policy guidance on the provision and commissioning of specialist OPMH
services is included in Everybody’s Business. This service development guide for integrated
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mental health services for older adults was published by the Care Services Improvement
Partnership (CSIP) in 2005 with a particular emphasis on informing the commissioning of
OPMH services. In essence, this gives direction to the broad positive statements of the
NSF-OP. The content of Everybody’s Business has been endorsed by the 2006 White Paper
on community services Our Health, Our Care, Our Say and the 2006 NICE/SCIE guideline
on the treatment and care of people with dementia in health and social care. This again
stresses the need for early identification and intervention in dementia and an effective
response across the range of severity and complexity in dementia.

The fundamental challenge is that at present it may be the case that less than a quarter of
people with dementia come into contact with old age psychiatry services at any time in their
illness (Holmes et al 1997). Services are not available for a large majority of the population
to deliver the memory assessment and care services that are stipulated in Everybody’s
Business. Currently demand has been managed by health purchasers not providing funding
for service development and services continuing to act reactively. With the publication of
definitive statements on the content and value of good quality care, such as the NICE
Clinical Guideline, and positive changes in public attitudes and understanding of
dementia, demand can be predicted to grow. This is a profound challenge for both service
providers and commissioners.
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CHAPTER 5

Mapping social service provision

Overview

• Mapping local levels of social care support for people with dementia in the UK is
difficult as there are no available local authority level data on service provision
specific to people with mental health problems.

• This study gathered information on local levels of provision of residential and
nursing care, home care and day care services to all older people in England,
Scotland, Wales and Northern Ireland.

• The figures presented provide a good picture of differences between local patterns
of service provision in the UK, however they have limitations in terms of
explaining the reasons for such patterns.

5.1 Introduction

This chapter describes variation in the provision of residential care, home care and day
care for older people in England, Scotland, Wales and Northern Ireland. We present
information on numbers of recipients as well as the levels of expenditure, unit costs and
intensity of provision for home and residential care.

5.2 Features of the data

Specificity of the data

Although a significant proportion of older people in receipt of social care services have
dementia, there are no data on social care provision specifically for them. Rather, the data
available relates to all older people in receipt of publicly-funded social care services.

The extent to which the data presented reflects accurately the provision of services for
older people with dementia depends therefore on the degree to which such services are
targeted at them. This is likely to be particularly the case for residential care services given
the significance of cognitive impairment as a risk factor for institutionalisation (Davies
et al 2000, Wanless et al 2006). For example, data from the Evaluating Community Care
for Elderly People (ECCEP) study suggested that in 1995, approximately 49% and 36%
of users of day care and home care services suffered from mild and severe cognitive



impairment, respectively (Davies et al 2000). These rates are likely to have increased
significantly by now, because of increased targeting of social care services on the neediest
users since.

Comparability of the indicators across countries

In this study we collected data from each of the four countries in the UK. However, the
methodology used for deriving the indicators differs for each nation. For instance, no data
on home care could be found for Northern Ireland. Instead, data could be identified on
‘domiciliary care’. It is difficult to judge the extent and likely impact of differences of this
kind, but they may help to explain some of the evident disparities.

Because the indicators for individual countries may not be comparable they are generally
presented as separate figures. However, we do present a number of UK maps (excluding
Northern Ireland, due to a lack of relevant boundary data), which compare patterns of
provision across countries.

Descriptive nature of the results

The data presented provide a good picture of differences between local patterns of service
provision in the UK, however it has limitations in terms of explaining the reasons for such
patterns. A whole range of factors within and outside the control of local policy makers –
such as levels of need, differences in socio-economic factors, local supply factors, local
deprivation and other influences – are likely to explain local levels of provision. We have
explored these associations in previous work (e.g Forder and Fernandez 2005, 2006, 2007,
Fernandez et al 2007).

The evidence on unit cost patterns provided help with the interpretation of the expend-
iture and service provision patterns. However, determining why a particular authority
appears to provide significantly more services, for instance, requires a multivariate analysis
beyond the scope of this report.

5.3 Residential care provision

A summary of our findings of the provision of services in each of the four UK countries
follows. Further details can be found in the four appendices to this report. Tables and
figures prefixed with 5. can be found in this chapter. Tables and figures prefixed E are in
the appendix for England, those with an N in the appendix for Northern Ireland, S denotes
the appendix for Scotland, and W the appendix for Wales.

England

There is fourfold variation in the proportion of older people supported in residential and
nursing care by local councils in England, with the range running from 1.3% in Woking-
ham to 4.8% in Kingston-upon-Hull. On average, 2.5% of older people in England are
supported in residential or nursing care homes. See Figure E2, Table E1 and Table 5.1.

There is a clear divide between the higher rates of provision in the North of England,
particularly in some of the metropolitan authorities, and the lower rates in most of the
south of England. Some London boroughs also appear to support above average propor-
tions of older people in institutional care (see Figure E1).
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The distribution of residential care expenditure per head of older population is even more
concentrated on metropolitan counties and London boroughs than levels of service provi-
sion. This pattern reflects higher unit costs for residential services in such authorities (see
Figure E3 and Table E2).

There is a significant ‘London effect’ on unit costs, with the cost of residential care highest
in London boroughs, and decreasing proportionately as the distance from London
increases (see Figure E3). Overall the average weekly cost of residential care in English
local authorities varies over twofold from £300 in Knowsley to £697 in Lewisham.

Scotland

There is a smaller variability in the rate of provision of residential care per head of older
population in Scotland than in England (see Figure S2 and Table S1). On average,
approximately 4% of older people are supported in institutions in Scotland, a significantly
higher rate than in England (see Table 5.2, p. 51). The range of provision varies from 2.5%
in Orkney Islands to 5.0% in South Lanarkshire.

Levels of residential care expenditure per head of older population show a larger degree of
local variability (see Table S2 and Figure S4), as indicated by the steeply declining values
of the distribution shown in Figure S4. There is approximately a threefold difference
between the maximum expenditure level of £1,171 in Eilean Siar and the minimum value
recorded, of £374 for South Ayrshire1. The average residential care expenditure per older
person in Scotland is, at £778, approximately 33% higher than in England.

Table 5.1 Local authority service provision and unit cost indicators, England

England
average Obs

Std.
Dev. Min Max

Proportion of population over 65 living in CSSR
and registered staffed care homes, 2005 (%)

2.5 149 0.7 1.3 4.8

Expenditure on residential and nursing care for
older people per head of population over 65,
2004–05

578.3 150 151.6 333.6 1,273.5

Unit cost of residential and nursing care for older
people, 2004–05 (£ per person per week)

410.5 147 66.4 300.6 697.3

Proportion of older people receiving home care,
2006 (%)

3.9 149 1.8 1.5 13.2

Expenditure on home care for older people per
head of population over 65, 2004–05 (£)

214.4 150 102.6 62.0 758.9

Unit cost of home care for all recipients, 2004–05
(£ per hour)

14.1 150 2.7 9.2 25.9

Average weekly home care package for older
people, 2004–05 (hours)

8.1 150 2.3 1.9 16.5

Proportion of older people receiving day care,
2004–05 (%)

1.7 145 0.7 0.1 4.1

1 The values for Glasgow City and South Lanarkshire, which were significantly below the Scottish minimum expenditure
figure presented, were excluded from the analysis because of concerns over data quality. It is also worth noting that the
Scottish Executive is currently carrying out a review of the residential care expenditure estimates for all local authorities,
because of concerns over differences in local data collection methodologies.
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Except in four local authorities with average charges significantly in excess of £500 per
week (Orkney Islands, Shetland Islands, Eilean Siar and City of Edinburgh), the average
charge in all Scottish authorities ranges between £400 and £500 per week. The distribution
of average weekly charge in care homes for older people by local authority, the closest
reliable estimate to a residential care unit cost figure for Scotland, is depicted in Figure S5,
Figure S6 and Table S3.2

Wales

There is a moderate degree of variability in the proportion of older people supported in
residential care in Wales (see Figure W2 and Table W1). Figures range from between 2.1%
for Monmouthshire and 3.3% for Gwynedd, with an average estimate for the whole of
Wales of 2.8% (see Table 5.3). This figure is close to the 2.5% for England and below the
4.0% recorded in Scotland.

The spatial distribution of residential care provision and expenditure in Wales (see Figures
W1 and W3) appears to follow broadly similar patterns. In contrast, the spatial distribution
of unit costs appears to be quite different (see Figure W5). Interestingly, Cardiff records
one of the lowest unit costs for residential care in the whole of Wales, at £335 per week.
Relative to England and Scotland, there appears to be less variability in unit costs in Wales,
with the range of values observed extending between £297 in Conwy and £455 in
Pembrokeshire.

Table 5.2 Local authority service provision and unit cost indicators, Scotland

Scotland
average Obs

Std.
Dev. Min Max

Proportion of population over 65 living in care
homes, 2005 (%)

4.0 32 0.6 2.5 5.0

Expenditure on residential and nursing care for
older people per head of population over 65,
2004–05 (£)

777.6 30 201.2 373.5 1,171.1

Average charge for residential and nursing care
for older people, per person per week,
2004–05(£)

448.3 32 59.3 390.0 621.0

Proportion of older people receiving home care,
2006 (%)

6.9 32 2.3 4.1 14.2

Expenditure on home care for older people per
head of population over 65, 2005–06 (£)

424.8 32 163.9 186.8 1,093.6

Average weekly home care package for older
people, 2005 (hours)

7.4 32 1.7 3.6 10.3

Proportion of older people receiving day care,
2005 (%)

1.3 32 0.9 0.4 4.8

2 The residential care charge indicator from which the estimates were derived was defined as the average of the mean
expenditure per client supported in local authority homes and the mean charge for older people in privately provided
care, weighted by the relative number of residents in the two sectors.
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Northern Ireland

With an average of 4% of older people being supported in institutions, Northern Ireland
shares (together with Scotland) the highest average rate of utilisation of residential care
services per head of older population of the four UK countries. At the individual health
and social services trust (HSST) level, the values ranged between 3.1% in South & East
Belfast and 5.2% in North & West Belfast (Table 5.4).

Table 5.3 Local authority service provision and unit cost indicators, Wales

Wales
average Obs

Std.
Dev. Min Max

Proportion of population over 65 supported in
residential care homes or nursing homes,
2004–05 (%)

2.8 22 0.4 2.1 3.3

Residential and nursing care expenditure for
older people per head of population over 65,
2004–05 (£)

571.6 22 79.0 443.7 725.2

Unit cost of residential and nursing care for older
people, per person per week, 2004–05 (£)

389.3 22 40.0 296.5 454.5

Proportion of older people receiving home care,
2004–05 (%)

4.3 22 1.1 2.4 6.9

Expenditure on home care for older people per
head of population over 65, 2004–05 (£)

265.6 22 63.3 159.9 399.0

Unit cost of home care for older people*,
2004–05 (£ per hour)

17.6 22 5.5 11.4 27.4

Average weekly home care package for older
people, 2004 (hours)

8.0 22 1.7 6.0 12.5

Proportion of older people receiving day care,
2004–05 (%)

1.6 22 0.8 0.3 3.2

Table 5.4 Health and Social Services Trust service provision and unit cost indicators, Northern Ireland

Northern
Ireland
average Obs

Std.
Dev. Min Max

Proportion of population over 65 living in care
homes, 2004–05 (%)

4.0 11 0.7 3.1 5.2

Expenditure on residential and nursing care for
older people per head of population over 65,
2004–05 (£)

949.9 11 128.8 735.6 1,252.0

Unit cost of residential and nursing care for older
people, 2004–05(£ per person per week

461.3 11 36.4 408.8 526.5

Proportion of older people receiving domiciliary
care, 2005 (%)

2.4 11 0.8 1.3 3.8

Expenditure on domiciliary care for older people
per head of population over 65, 2004–05 (£)

440.7 11 127.8 328.9 715.2

Unit cost of domiciliary care for all recipients,
2004–05 (£ per hour)

11.3 11 1.6 8.6 13.6

Proportion of older people receiving day care,
2005 (%)

1.1 11 0.6 0.0 2.0
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Not surprisingly, the distribution of residential care expenditure per head of older popula-
tion is very similar to that of residential care per head of older population. South & East
Belfast and North & West Belfast again show the lowest and highest levels recorded,
respectively.

Out of the four UK countries, Northern Ireland health and social services trusts (HSSTs)
show the smallest degree of heterogeneity in local unit costs of residential care, which vary
between £409 in Craigavon & Banbridge and £527 in Sperrin Lakeland. However, to some
extent at least, the smaller range of values in Northern Ireland is the product of the smaller
number of local units of observation.

5.4 Home care provision

England

The average proportion of older people in receipt of home care in England is, at 3.9%,
significantly greater than the proportion supported in care homes (see Table 5.1, p. 50).
There is sevenfold difference between the minimum and maximum rates of homecare
provision in England (1.8% in Herts and 13.2% in Tower Hamlets, respectively, see
Figure E8). Geographically, the highest rates of provision per head of older population are
concentrated in high population density areas, such as metropolitan districts and London
boroughs (see Figure E9).

Higher levels of home care expenditure per head of older population also appear to be
clustered around high population density areas, and many London areas appear situated in
the top decile of the distribution (see Figure E11 and Table E6). The degree of variability,
however, is much more extreme than for the indicator of home care provision. Hence,
Table E8 and Figure E12 show a sixfold difference between the £610 per older person
home care investment in Islington and the £101 expenditure level in Dorset.3

Hourly home care unit costs in England are less variable than expenditure or provision
levels, and ranges between £9.20 per hour in Sefton and £22.10 in Windsor & Maidenhead
(see Figure E14 and Table E7). Figure E13 shows that the spatial distribution of home
care unit costs is different from the distribution of home care expenditure and home care
provision rates.

The average number of hours of home care per week per recipient in England has
increased significantly in recent years. It is estimated at 8.1 hours for 2004–05, but this is
still below the 10 hours per week defined by the Department of Health as an intensive care
package (see Table 5.1). As for other indicators, Table E8 and Figure E16 show very
significant variability in the intensity of provision per recipient, with values ranging
between 3.7 hours per week per recipient in Barnsley to the very high 16.5 hours per week
in Coventry.

Scotland

The proportion of older people receiving home care in Scotland, at 6.9%, is higher than
the value for England, a finding likely to be related to the impact of the introduction of free

3 The values for Isles of Scilly and City of London are not quoted because of their untypical characteristics, which make
them outliers with respect to most aspects of social care provision in England.
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personal care in Scotland in 2002 (see Table 5.2). As in England, the rate of provision in
Scotland varies significantly between Scottish local authorities (see Figure S8 and Table
S4). The minimum value, 4.1% in Perth & Kinross, is over three times lower than the
maximum value, 14.2% in the Shetland Islands.

The distribution of home care expenditures per older population (see Figure S9 and Table
S5) shows a cluster of three very high spending authorities, which spend in excess of £740
per person per year. Spending amongst the rest of Scottish authorities showed moderate
variability, and ranged between £187 in East Renfrewshire to £505 in Argyll & Bute.
Notably, the average rate of home care expenditure per older population in Scotland is, at
£425, over twice the level recorded for England. This differential is largely explained by the
much greater proportion of older people receiving home care in Scotland.

Surprisingly given the higher levels of expenditure, average care packages in Scotland
in fact cost slightly less than English care packages (see Table 5.2, p. 51, Table S6, Figure
S11 and Figure S12). Due to problems with the reliability of data, no information could be
provided on unit costs of home care in Scotland.

Wales

The proportion of older people receiving home care services in Wales at 4.3% is slightly
higher than in England and significantly lower than in Scotland. Overall, the distribution
indicates a three-fold variation in the rates of provision between local authorities (see
Figure W8 and Table W4). The differences in the spatial distribution of the rates of
provision and expenditure per head of older population, (see Figure W1 and Figure W3
respectively) are explained by differences in unit costs and differences in the average
intensity of care packages between local authorities (see Figure W12 and Figure W14,
respectively).

The higher home care unit costs in Wales relative to other UK countries (£17.6 per hour on
average) could be due to higher levels of in-house provision. These high unit costs explain
why, despite lower numbers of recipients per head of older population and similar levels of
average care package intensity, the Welsh home care expenditure rate per head of older
people exceeds England’s by approximately 24%.

Northern Ireland

It is difficult to compare the patterns for provision of home care in Northern Ireland
against those in other UK countries as only data relating to domiciliary care could be
identified. Nevertheless, assuming that the number of recipients of domiciliary care should
at least equal if not exceed those of home care services, the proportion of older people in
receipt of domiciliary care support in Northern Ireland appears very low at 2.4%, against
4.3% in Wales, 6.9% in Scotland and 3.9% in England.

As for residential care services, Northern Ireland patterns of provision appear to vary less
than in the rest of the UK, partly because of the smaller number of areas.

5.5 Day care provision

Much smaller proportions of older people receive day care services than either home care
or residential and nursing care (see Tables 5.1 to 5.4, pp. 50–52). The proportion of older
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people in receipt of day care services ranges between averages of 1.1% in Northern Ire-
land, 1.3% in Scotland, 1.6% in Wales and 1.7% in England.

Rates of provision within each constituent country vary widely, much more than for either
of the other services explored. In England, the highest rates of provision are concentrated
in the north of the country and some London boroughs (see Figure E15). Strikingly, the
proportion of older people receiving day care services varies from 0.1% in Bath & North
East Somerset to 4.1% in Kingston-upon-Thames (see Figure E19 and Table E9). Regional
differences in the distribution of voluntary sector organisations may help to explain such
variations in the provision of day care services (references to be added).

Similar ranges of provision are also found in Scotland and Wales, varying between 0.4 and
4.8 and 0.3 and 3.2, respectively.

5.6 Comparisons of indicators across countries

Limitations in comparability

The data presented in this chapter are intended to show equivalent indicators for each of
the four countries in the UK. While this facilitates the comparison of data across countries,
it should be noted that inconsistencies in the methods of data collection employed from
country to country could have an effect upon the reliability of such an assessment. Activity
and expenditure rates are generally reported as annual figures, however in some cases
indicators are based on data collected during a sample week or at the close of a financial
year. Equally, the level of exactitude in recorded data varies between countries, most
notably in the case of care package intensity: data recorded by range will provide less
accurate an indicator than those collected as actual values.

Indicators for Northern Ireland have not been included in this section. A lack of boundary
data corresponding to HSS Trusts meant that data from Northern Ireland could not be
illustrated as a thematic map. Moreover, the paucity of information specific to older people
and lack of consistency with terminology used in datasets from England, Scotland and
Wales would make inter-country comparisons far less appropriate in this instance. The
indicators covered below also exclude unit costs, because of the heterogeneity of method-
ologies employed by countries to calculate these.

Residential care

As Figure 5.1 shows, the proportion of older people in care homes is notably higher in
Scotland (4.0% on average ) than England or Wales (2.5% and 2.8% on average, respect-
ively). Indeed, the average figure in Scotland exceeds the proportion recorded in all but 4
local authorities in England.

Greater variation is evident amongst authorities in England than either of its neighbours,
although this in itself is not entirely revealing given the number of authorities it contains
(150 in England, compared to 32 in Scotland and 22 in Wales).

The average expenditure per head of population over 65 on residential and nursing care
homes for older people is highest in Scotland at £778.00 per week, as might be expected
given the high proportions of older people supported in institutions. Although to a lesser
extent than for community services, the introduction of free personal and nursing care in
2002 may have played a part in increasing residential care expenditure in Scotland relative
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to other countries (see Figure 5.2). Overall, the Wanless enquiry estimated free
personal care would lead to increases in care costs for older people of around 10%
(Wanless 2006).

In both England and Scotland, levels of expenditure amongst authorities appear to vary
broadly in keeping with levels of supported residents, whereas in Wales such a correlation

Figure 5.1 Spatial distribution (deciles) of the proportion of population over 65 living in care homes,
Great Britain 2004–05 (%)
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is less evident. The highest rate of expenditure on residential and nursing care for older
people per head of population over 65 (£1273) is recorded in Islington. In general London
boroughs accounted for 73% of English authorities in the top decile of expenditure per
capita.

Figure 5.2 Spatial distribution (deciles) of the expenditure on residential and nursing care for older people
per head of population over 65, Great Britain 2004–05 (£)

Excludes data for Glasgow city and South Lanarkshire
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Home care

As was found for residential services, the proportion of older people in receipt of home
care is highest on average in Scotland, where 6.9% of the population over 65 received home
care, as opposed to 3.9% and 4.3% in England and Wales, respectively (see Figure 5.3 and

Figure 5.3 Spatial distribution (deciles) of the proportion of population over 65 receiving home care,
Great Britain 2004–05 (%)
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Table 5.3, p. 52). Again, the introduction of free personal care is likely to have contributed
to raising demand for home care in Scotland.

The receipt of home care varied by a similar magnitude amongst authorities in England and
Scotland, from 1.5% to 13.2% in England and 4.0% to 14.3% in Scotland. The propor-
tion of older people in receipt of such services ranged from 2.4% to 6.9% in Wales.

Expenditure per capita on home care (Figure 5.4) varied significantly between the countries.

Figure 5.4 Spatial distribution (deciles) of the expenditure on home care for older people per head of
population over 65, Great Britain 2004–05 (£)
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England had the lowest average expenditure levels, at £214 per head of population over 65
in England, followed by £266 in Wales and £425 in Scotland. While activity levels amongst
authorities were notably lower than those in England and Scotland, the prevalence of local
authority-provided care services in many Welsh authorities may go some way to explaining
the relatively high levels of expenditure reported.

There are large variations in the provision of home care services in England, Scotland
and Wales (see Figure 5.5). West Scotland, northwest England and the West and East

Figure 5.5 Spatial distribution (deciles) of the average weekly home care package for older people, Great
Britain (hours)
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Midlands all provided the larger weekly home care packages, although intensity varies
amongst neighbouring English authorities. While Wales has relatively few areas in which
the average home care package counts as ‘intensive’ (more than 10 hours of home care per
week), it also has a comparatively high minimum average package of care (6.0 hours per
week on average in Monmouthshire, compared to 1.9 hours per week in the Isles of Scilly

Figure 5.6 Spatial distribution (deciles) of the proportion of older people receiving day care, Great Britain
2004–05 (%)
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(the next lowest is Barnsley with 3.7 hours) in England and 2.5 hours per week in the
Orkney Islands in Scotland. Again, the fact that Wales contains notably fewer authorities
will account for this result to some extent – the average home care package at 8.0 hours per
week in Wales being close to the average of 8.1 hours per week in England and 7.4 hours
per week in Scotland.

Day care

As Figure 5.6 shows, the highest levels of day care are in the Scottish Highlands, The north
and southeast of England and Mid Wales. While the area with the highest average pro-
portion of older people receiving day care is in Scotland (4.8% in the Shetland Islands),
the average proportion was higher both in England and Wales (1.7% and 1.6% respect-
ively, compared to 1.3% in Scotland. At the lower end of the range, figures indicate that
only 0.1% of the population receive day care in Bath & northeast Somerset, 0.4% in
Midlothian and 0.3% in Gwynedd.
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CHAPTER 6

The financial cost of dementia in
the UK

6.1 Introduction

Establishing the costs associated with dementia is a complex process because, as with any
chronic debilitating illness, there are facets of costs that can be justifiably included or
excluded. Previous UK cost-of-illness studies, which we briefly summarise to introduce our
own new estimates, have used a range of methods and have been more or less inclusive of
cost elements.

An epidemiological cost model was developed by McNamee et al (2001) to estimate costs
for individuals aged 65 years or over with dementia (living in private households or in
supported accommodation) and to provide future projections of formal care costs related
to the current frequency and duration of service use. Mean costs were calculated by gender
and five-year age bands. Costs for 1994 were £6.3 billion (£0.95 billion for men and £5.35
billion for women). Assuming lower prevalence rates and greater improvements in mental
and physical functioning resulted, not surprisingly, in lower cost estimates.

Gray et al (1993) calculated direct and indirect costs of Alzheimer’s disease using a ‘top
down’ approach. Informal care time was not included in the estimates, but payments to
carers were and these amounted to 6% of the total cost. Residential care was the most
expensive service (66% of the total), followed by inpatient and outpatient care (18%). The
total annual cost in 1990/91 prices was £1039 million.

Kavanagh et al (1995) used data from an OPCS disability survey to estimate the propor-
tions of people with cognitive impairment in different types of care. Cost of care packages
were then calculated using a variety of cost sources and updated to 1992/93 prices. Care
package costs were estimated for those living in private households, residential/nursing
homes and hospitals. Informal care constituted 26% of the total costs, personal consump-
tion 33.4% and accommodation costs 17.6%.

In a UK cross-sectional multi-centre study, Souetre et al (1999) examined costs associated
with different severity levels of AD in non-institutionalised patients and matched controls.
They took a societal perspective and found that informal care time accounted for 67% of
the total, with the remainder consisting of hospital care, residential care, outpatient con-
tacts, medication, social care and modifications to the patient’s home.

Based on a review of published studies, Lowin et al (2001) produced updated cost esti-
mates for AD in the UK. Total costs ranged between £7.06 billion and £14.93 billion, with
the actual figure being largely dependent on the method used for calculating informal care
costs.

Wolstenholme et al (2002) conducted a retrospective analysis of a longitudinal data set for a



cohort of 100 patients diagnosed with AD or vascular dementia and examined the
relationship between disease progression and the cost of care. They reported the total cost
per patient over the course of the study as £66,697, based on a mean follow-up over 40
months. Institutional care accounted for 69% of total cost. The authors also reported cost
by disease severity categories defined using the MMSE and by Barthel index categories.
Increases in severity were shown to result in higher costs.

Livingston et al (2004) report findings from a longitudinal epidemiological study of 224
AD patients. The objective of this study was to validate a functional classification model of
AD patients, exploring the relationship between dependency and costs of care. Com-
prehensive service use was measured with information collected on formal and informal
care received during a three-month retrospective period. Increased dependency was sig-
nificantly associated with higher costs.

6.2 Methods

To estimate the cost of dementia it was necessary to attach service costs, plus informal care
and lost employment costs, to the prevalence data described earlier. Studies that have
either estimated dementia care costs or have evaluated specific interventions for dementia
have previously been conducted by colleagues at the Institute of Psychiatry and the Lon-
don School of Economics, and datasets containing resource use information relating to
these studies were obtained.

The most comprehensive source of service use and costs data was a report for the Depart-
ment of Health from Murray et al. One hundred and thirty two people with dementia and
their carers who were referred to psychiatric services between January 1997 and June 1999
were interviewed, with service use measured using a version of the Client Service Receipt
Inventory (CSRI; Beecham and Knapp 2001). The CSRI asked for details of accommoda-
tion and services used during the previous three months. Services included medication,
inpatient care, outpatient care, day hospitals, day centres, community health services, social
care and respite care. The level of informal care (which, whilst unpaid, has previously been
shown to have a substantial economic cost) was measured using the Caregiver Activity
Survey (Davis et al 1997). Using that instrument the authors were able to measure the
amount of time carers spent performing general tasks, specific tasks and supervisory activ-
ities. Costs of care were calculated by attaching unit costs (Netten et al 1998) to services
received. Informal care was initially costed by applying: (i) the hourly cost of a home care
worker to hour spent performing specific tasks, and by applying (ii) the minimum wage to
time spent performing general tasks and supervisory activities. In sensitivity analyses we
applied each of these unit costs in turn to all informal care hours.

We have inflated the costs reported by Murray et al in order to reflect 2005/6 price levels.
However, we have also made an adjustment to reflect costs for the UK as a whole (the
Murray et al sample was London-based). Costs were only used for definite cases of
dementia (n=114) and were divided into two categories – those relating to people in
residential care and those living in the community. The community sample was sub-divided
into mild, moderate and severe sub-groups according to the Clinical Dementia Rating Scale
(Hughes et al 1982). We did not subdivide those living in residential care into severity
groups as the dominant cost is the accommodation itself. The cost of the latter was esti-
mated by using a weighted average of unit costs for supported accommodation from Curtis
and Netten (2006). Weighting was according to the numbers of people in different types of
accommodation reported in the 2001 census.
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Other studies that have calculated service costs or estimated levels of informal care for
people with dementia were used in sensitivity analyses. There is very little information on
care received by people with early onset dementia and therefore the costs here relate only
to late onset dementia.

6.3 Results

The annual costs that were derived from the Murray et al data and subsequently attached
to the prevalence estimates are shown in Figure 6.1. This clearly shows that for people
living in the community, health care has the lowest annual cost and is unaffected by the
severity of dementia. This might seem counterintuitive given that admissions and continu-
ing care are more likely for those with more severe problems. However, such care may be
offset by reduced access (or uptake) of more general healthcare services as dementia pro-
gresses. Non-accommodation care provided by social service departments rises with sever-
ity level as does unpaid informal care, which has the highest cost. Perhaps not surprisingly,
the cost of care for people living in supported accommodation is dominated by the cost of
the accommodation itself. Outside care from health or social service agencies is
infrequently used and informal care also has a low cost. Elsewhere, an OECD report by
Moise et al (2004) suggests that as severity of dementia increases so the role of health care
decreases, but social care plays an increasingly important role. However, other studies have
found a clear gradient between healthcare costs and severity (MacNamee et al, 2001;
Kavanagh & Knapp, 1999). The latter study was based on data from the 1980s and since
then there has been considerable reduction in use of hospital services and growth in the
role of local authority-brokered social care services.

The total annual cost per person in the above categories is estimated to be as follows:

• people in the community with mild dementia – £14,540

• people in the community with moderate dementia – £20,355

• people in the community with severe dementia – £28,527

• people in supported accommodation – £31,263.

Murray et al compared people living in supported accommodation, those living with a co-
resident and those living alone. For these three groups, primary care services accounted for
11%, 12% and 14% of NHS costs respectively. Inpatient costs differed substantially,
accounting for 82%, 57% and 37% of NHS costs respectively. The other major NHS cost
was community healthcare, accounting for 5%, 15% and 40% of costs respectively. Social
services costs were dominated by day centre inputs for all three groups. Whilst these
comparisons are different to those we report, the above figures do suggest that as severity
increases (so the likelihood that people with dementia live alone decreases) that community
healthcare costs are reduced relative to inpatient costs.

These annual costs, when aggregated and applied to the number of people living in the
community with dementia, show a lower total cost impact for the severe group than for the
moderate or mild groups (Figure 6.2, p. 67), but this is entirely due to the fact that there are
fewer people in the most severe group.

The distribution of service costs for all cases of late onset dementia shows that accom-
modation accounts for nearly half of all costs (Figure 6.3, p. 67). Informal care accounts for
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slightly more than one-quarter of costs with one-quarter accounted for by NHS and social
care services.

The total cost of care for people with late onset dementia in 2005/6 prices estimated to be
£17.03 billion (Figure 6.4). Supported accommodation and informal care costs account for
by far the most of the total. The cost per person with dementia is £25,472.

Figure 6.5 shows the impact on total costs of using alternative costs for informal care. If all
informal care is valued at the minimum wage then we can see that total costs are £1.42
billion lower. However, if all informal care is valued using the cost of a homecare worker
then the costs are £7.36 billion higher.

The total number of carers according to hours of care provided and country was measured
as part of the 2001 Census (Table 6.1, p. 67). However, only 26% of carers were caring for
someone with a mental health problem. Nevertheless, if we assume that the figures below
represent the pattern of caring for people with dementia, and if we take the mid-point
number of hours for each range and assume 60 hours per week for those receiving the most
care then the weighted average is 24 hours of care per week. Valuing this (only for people in
the community) at (i) the minimum wage, and (ii) the cost of a homecare worker, would
result in total costs of £12.87 billion and £16.15 billion respectively.

Welfare benefits, lost production and lost tax revenue

People with dementia living in the community will usually be in receipt of Attendance
Allowance (AA) or Disability Living Allowance (DLA). In May 2006, there were 164,040
people aged 65 or over entitled to AA because of mental health problems (most of whom
would have dementia) and the total amount of this comes to £456 million. Total DLA costs

Figure 6.1 Annual cost of services used by people with late onset dementia
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Figure 6.2 Annual cost of services used by people aged 65 and over with dementia in the UK

Figure 6.3 Distribution of dementia service costs

Table 6.1 Informal care hours provided according to 2001 Census

Zone All 1–19 hours/week 20–49 hours/week 50+ hours/week

England 4,8770,60 3,347,531 530,797 998,732
Wales 340,745 208,291 42,850 89,604
Scotland 481,579 305,600 60,305 115,674
Northern Ireland 185,066 28,000 46,659 110,407
UK 5,884,450 3,889,442 680,611 1,314,417
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for people aged 65 or over with mental health problems are around £70 million. In the
Murray et al study, 50% of people with dementia in the community received at least 35
hours of informal care per week. This qualifies carers to Carer’s Allowance of £46.95 per
week. Based on the prevalence estimates in this study, this implies a cost of £518 million.
Therefore, the total cost of benefits is around £1 billion. Welfare benefits are not con-
sidered to be an economic cost as they are essentially a transfer of money from one group of
people (taxpayers) to another (recipients) rather than a payment for a productive activity.
They are of course a financial cost to the government though, but we need to be consistent
with other economic studies and report the costs separately.

It is likely that some carers will have had to have given up work in order to care. In the
Murray et al study, 30% of male carers were under the age of 65, whilst 52% of female
carers were under the age of 60. However, only 16% of carers stated that they had actually
given up work (7%) or cut down their working time (9%). The median weekly wage in the
UK is currently £447 (National Statistics, 2006). If 7% of people with dementia in the
community have carers who have given up work then the lost potential production based
on the median wage is £690 million. Lost tax revenue (excluding national insurance), based
on this foregone income and an average proportion of income that goes on tax of 17.8%,
would be approximately £123 million. An assumption here is that people who give up work
are under 65 and have average paid jobs. We would not want to add these costs though to
the total because the benefits that carers receive will compensate them to some extent for
lost work and leisure time due to their caring responsibilities.

6.4 Limitations

The estimates of service costs for people living in the community were limited to some
extent by the small number of relevant datasets that we could draw on. The most com-

Figure 6.4 Total annual cost of care for people aged 65 and over with dementia in the UK
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prehensive source of data (Murray et al) may not have been wholly representative of all
people with dementia as it included only those people who had a carer, and patients were
sampled from one part of London. However, we have adjusted the costs to remove the
‘London effect’. Although everyone in the Murray et al sample had a carer at entry to the
study, we can see that the amount of informal care for those in supported accommodation
is very low. NICE has estimated that the ratio of persons with dementia to carers is 0.85
(following discussions with experts) and our data appear to be consistent with this other
estimate. We should nevertheless be cautious in interpreting the results.

In addition, the costs used in the calculations are rather dated, even though we have
inflated them to current price levels. This was unavoidable given the lack of available
studies, but it should be recognised that care arrangements will have changed during the
past ten years particularly with the introduction of new medications. Finally, in this study
we have not directly addressed the question of who pays for care. However, as Figure 6.3,
p. 67 shows, the NHS accounts for at least 8% of costs whilst families account for 36% in
the form of informal care. Care homes and non-residential social care account for the
remainder, and a certain amount of this will be paid for by services users themselves.

6.5 Discussion of findings

These analyses have shown an estimated service cost of late onset dementia of over
£17 billion per year. Most of this is accounted for by supported accommodation costs and
informal care. The cost per person has been estimated at nearly £25,472 per year, but we
would urge some caution in using this figure. Elsewhere in this report we have provided
tables showing the predicted number of cases of dementia for each English Local Authority
with social services responsibilities (and equivalents in Wales, Scotland and Northern
Ireland) and so there may be temptation to multiply the cost per person by these numbers.
However, this cost is intended to be indicative of service provision. At a local level there
will often be differences in the level of provision, prices and costs. In addition we would
not wish to imply that the figure of £25,472 per year is optimal – appropriate care may cost
more or indeed less than this figure.

6.6 Projected future costs

In the absence of major breakthroughs in prevention or treatment, the expected ageing of
the population will mean much larger numbers of people with dementia. Although any
future projection is by nature uncertain, and past projections for the UK have tended to
under-estimate what has actually happened, all estimates point to especially rapid growth
in the number within the oldest age groups. For example, the Government Actuary’s
Department (GAD, 2005) figures for England for the period between 2002 and 2041
suggest a 190% increase in the number of people aged 85 and over.

Making demographic projections is uncertain enough, but it is much more difficult to
project individual needs, service responses and expenditure implications. However, a
model has been built by the Personal Social Services Research Unit (PSSRU) at the London
School of Economics and Political Science to make such projections. The model was first
constructed ten years ago, particularly to support the Royal Commission on Long Term
Care (1999). It endeavours to project future demand for long-term care and associated
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expenditure under a range of scenarios (see Wittenberg et al 1998, 2001, 2006; and Comas-
Herrera et al 2003 for more details). It is confined to England, although variants of the
model have been constructed for some other countries.

The model has many elements, built up from expected demographic changes over future
decades (taken from the Government Actuary’s Department). It uses best available evi-
dence to estimate the care needs of future generations of older people using current
patterns of association and expected changes that could result from (for example) devel-
opments in public health, medical technology and treatment. It includes a module that
estimates the availability of informal care, based in part on changing demographic patterns
(which will have an impact on the potential numbers of both spouse carers and child
carers) but also factoring in expected changes in labour force participation by women. It
makes a range of assumptions about the ways in which governments will allocate resources
to meet needs, taking into account such factors as the availability of informal care, the
targeting of services on ‘high-need’ individuals, and the balance of provision between
residential and home-based care. The model attaches costs to these various service
arrangements under a range of assumptions about staff salaries, particularly in view of
today’s shortages of skilled staff and what are widely seen as low levels of pay. Finally, it
includes projections of future levels of gross domestic product (GDP) in order to be able to
estimate the proportion of total national economic wealth that would need to be allocated
to supporting older people with long-term care needs. Finally the modelling process varies
each of these assumptions about future trends, patterns and levels in order to explore the
implications of a range of different scenarios. (For details see Wittenberg et al 2006.)

In work recently funded by the Alzheimer’s Research Trust, the PSSRU long-term care
model has been adapted in order to make projections specifically for dementia (Comas-
Herrera et al 2007). Estimates have been made of the numbers of older people with
dementia, their needs, the services required in response to those needs, and the costs of
those services. The model as currently constructed does not make projections of the costs

Figure 6.5 Impact on total costs of different values placed on informal care
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falling to informal carers. The basis for these projections is not the most recent set of
prevalence figures presented in chapter 3, nor are costs calculated on quite the same basis
as those presented in this chapter. However, these forward projections by Comas-Herrera
and colleagues nevertheless offer some very interesting figures. The full details are awaiting
publication and it is not possible to reproduce them here, but the modelling projects that
expenditure on long-term care services for older people with dementia in England will rise
from about £5.4 billion in 2002 (as estimated under the assumptions used in the model) to
around £16.7 billion in 2031. These figures do not comprise the total costs of dementia to
society, but alone they are equivalent to an increase from around 0.60% of GDP to 0.96%
of GDP over the same period.

Projections of this kind make it essential that governments – and indeed the general public,
since future responsibilities will be widely shared – give urgent attention to the question of
how to finance the arrangements necessary to meet the future needs of an ageing popula-
tion (Wittenberg et al 2002; Wanless 2006).
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CHAPTER 7

Recommendations

1 Make dementia a national priority

2 Increase funding for dementia research

3 Improve dementia care skills

4 Develop community support

5 Guarantee carer support packages

6 Hold a national debate on who pays for care

7 Develop comprehensive dementia care models

Historically, a lack of attention from policy makers and service commissioners to the needs
of people with dementia has led to dementia care being delivered piecemeal and in an
inefficient fashion. More investment accompanied by careful planning will be needed in the
years ahead in order to ensure that not only do we maximise quality of life for people with
dementia and their families, but also that we do so in an efficient way with the resources
available.

Despite areas of good practice, the UK’s current health and social care system is character-
ised by a widespread failure to support people with dementia and their families. These
findings have been demonstrated most recently in evidence from the Wanless report into
social care (2006) and CSCI state of social care report (2007). This failure to develop
services which meet the needs of people with dementia is perplexing given that dementia is
a significant driver of demand for health and social care.

This Dementia UK report identifies:

1 People with dementia are substantial users of health and social care services.

2 The number of people with dementia and families affected by dementia is set to
increase rapidly and we will therefore see increasing demand for support services.

3 Increased demand for support services will be driven both by the increases in the
numbers affected and the shift in the age distribution towards a preponderance of the
oldest people, who tend to be frailer and to have more limited informal support
networks.



Dementia care is characterised by a significant lack of evidence on outcomes and the
current state of service delivery. The recommendations that follow therefore contain both a
series of proposals for policy development, and proposals on improving the evidence base.

Recommendation 1: Make dementia a national priority

Dementia must be made a publicly stated national health and social care priority. This
must be reflected in plans for service development and public spending.

• A cross-government strategy for dementia must be developed to respond to the grow-
ing need for care from early diagnosis to end of life care.

• Dementia care and research must be prioritised in the 2007 Comprehensive Spending
Review.

• Health and social care commissioners must develop local plans to support increasing
numbers of people with dementia and their families.

Current government policies, including the National Service Framework for Older People,
Carers Strategy, NICE care guideline and Everybody’s Business provide a starting point.
Although mental health is a national clinical priority along with cancer and heart disease,
dementia has not received the attention it requires. A co-ordinated national dementia plan
with political commitments is now a necessity. This will require planning between the
public, private and independent sectors.

Recommendation 2: Increase funding for dementia research

As a matter of urgency there must be a review of UK medical research funding to establish
a more ambitious funding programme into the causes, prevention, cure and care of
dementia.

Increasing the amount of dementia research is an urgent priority if we are to improve the
treatment of people with dementia in the future, and make evidence based plans to provide
high quality care to meet the evolving needs.

Recommendation 3: Improve dementia care skills

Dementia care training should be made a core and substantial part of the training curric-
ulum for nurses and social care staff. National Minimum Standards must be developed to
include dementia specific requirements on dementia care training.

Poor understanding of dementia and its consequences is currently leading to under diag-
nosis, late diagnosis and an inadequate care response. This all creates an inefficient use of
resources. For example, people who go in for similar procedures can stay twice as long in
hospital if they also have dementia. Serious medical conditions are not being identified
early and care packages in the community are put in place too late. Without significant
focus on improving care across health and social care, outcomes will get worse and
resources will be squandered.
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The current National Minimum Standards were always meant to be a starting point for
good practice. Now it is time to develop stronger requirements. We must go beyond the
current dementia options in the Quality and Outcomes Framework for GPs to improve the
early identification, diagnosis and management of dementia by GPs.

Recommendation 4: Develop community support

People with dementia need improved home care support packages, including low-level
support to retain their independence and dignity.

Stated national policy focuses on early identification and intervention. However, local
authorities across the country have been skewing access to home care support towards
people with the highest levels of need. It is now very difficult for people not classed as
having substantial or critical levels of need to access services. As the population ages and
the number of people with dementia increases, this situation will worsen.

People with dementia can stay at home for longer with their families if the right support is
put in place.

• The number and extent of home care packages must be increased.

• Home help services such as help with cleaning, shopping, DIY and gardening must be
brought back.

• The opportunities for people with dementia and carers to access direct payment and
individual budgets must be increased.

Recommendation 5: Guarantee carer support packages

Family carers must have guaranteed access to carer support. In particular:

• psychological therapies including carer training and support groups

• quality respite care for people with dementia and carers.

The Dementia UK report identified that people caring for people with dementia save the
public purse over £6 billion a year. Although the total proportion of people who are able to
care for relatives may decline in the future, there will remain a substantial proportion of
people eager to continue providing informal care for people with dementia. The current
policy response to carers is very weak and needs revision. Without formal commitments to
an improved package of support for carers, an increasing number will be unable to con-
tinue caring and pressures on long term care will increase.

Recommendation 6: Hold a national debate on who pays for care

We must have a national government-backed debate on who pays for care to establish a
clear and fair balance between the contributions made by the state and the individual.

Dementia care is expensive and the divide between what the government defines as health-
care which should be free, and social care which should be means tested is becoming
increasingly difficult to define.
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The Dementia UK report demonstrates that the financial cost to society is on average
£25,000 per person with dementia per year. Currently the majority of this cost is met by
people with dementia and their families through informal care and care charges, whereas
other long-term medical conditions receive far more support from the state. We need a
national government-backed debate about who pays for care. The evidence is that people
are willing to make a contribution towards their care if a number of conditions are satisfied.
A new solution must be transparent, easy to understand and equitable. The care being paid
for must also be of good quality.

Recommendation 7: Develop comprehensive dementia care models

Develop an integrated, comprehensive range of care models for people with dementia to
bridge the gap between care at home and care in a care home.

The direction of health and social care policy in the last 20 years has been to increase the
proportion of older people who can be supported in their own homes in the community.
This has been partially successful. The impact on long-term care has been that the propor-
tion of people in care homes with complex medical conditions has been increasing. The
majority of people in care homes have a form of dementia. The real challenge now, aside
from improving the quality of care in care homes, is to support people with dementia for
longer in their own homes. More effort is required from the public, private and voluntary
sector to find good quality, cost effective options to meet the needs of people with
dementia and their families.

More information

For more information please contact the Alzheimer’s Society by calling 0207 306 0883 or
visit the website at www.alzheimers.org.uk.

RECOMMENDATIONS 75





References

Ames D, Flynn E, Tuckwell V, Harrigan S (1994) Diagnosis of psychiatric disorder in elderly
general and geriatric patients: AGECAT and DSM-III-R compared, International Journal of
Geriatric Psychiatry, 9, 627–33.

Anderson DN (1999) Dementia care in the UK – a single service for all, International Journal of
Geriatric Psychiatry, 14, 1–2.

Appleby L (2004) The National Service Framework for Mental Health – Five Years On, Department
of Health, London.

Arie T (1970) The first year of the Goodmayes psychiatric service for old people, Lancet, 2, 7684,
1175–82.

Arie T (1971) Morale and planning of psychogeriatric services, British Medical Journal, 3, 166–70.
Arie T, Issacs AD (1978) The development of psychiatric services for the elderly in Britain, In

Studies in Geriatric Psychiatry (eds AD Issacs, F Post), pp 241–61, Wiley, Chichester.
Audit Commission (2000) Forget-Me-Not: Mental Health Services for Older People, Audit Commis-

sion: London.
Audit Commission (2002) Forget-Me-Not 2002: Developing Mental Health Services for Older People

in England, Audit Commission: London.
Audit Commission (2004) Support for Carers of Older People, Audit Commission, London.
Banerjee S (2001) Services for older adults, in Thornicroft G, Szmukler G (eds) Textbook of

Community Psychiatry, Oxford: Oxford University Press, 381–395.
Banerjee S, Lindesay J, Murphy E (1993) Psychogeriatricians and general practitioners – a national

survey, Psychiatric Bulletin, 17, 592–4.
Banerjee S, Murray J, Foley B, Atkins L, Schneider J, Mann A. Predictors of institutionalisation

in people with dementia. Journal of Neurology, Neurosurgery and Psychiatry 2003, 74, 9,
1315–1316.

Bedford S, Melzer D, Dening T et al (1996) What becomes of people with dementia referred to
community psychogeriatric teams? International Journal of Geriatric Psychiatry, 11, 1051–6.

Bowman C, Whistler J, Ellerby M (2004) A national census of care home residents, Age and Ageing,
November, 33, 6, 561–6.

Brayne C, Calloway P (1989) An epidemiological study of dementia in a rural population of elderly
women, British Journal of Psychiatry, 155, 214–9.

Breitner JC, Welsh KA, Gau BA, McDonald WM, Steffens DC, Saunders AM et al (1995) Alzheim-
er’s disease in the National Academy of Sciences-National Research Council Registry of Aging
Twin Veterans. III. Detection of cases, longitudinal results, and observations on twin concord-
ance, Archives of Neurology, 52, 763–771.

Brooks R, Regan S, Robinson P (2002) A New Contract for Retirement, Institute for Public Policy
Research, London.

Buck D, Gregson B, Bamford C, McNamee P, Farrow G, Bond J, Wright K (1997) Psychological
distress among informal supporters of frail older people at home and in institutions, Inter-
national Journal of Geriatric Psychiatry, 12, 737–744.

Canadian Study of Health and Ageing (1994) Canadian study of health and aging: study methods
and prevalence of dementia, Canadian Medical Association Journal, March 15, 150, 6, 899–913.



Challis D, Mozley CG, Sutcliffe C, Bagley H, Price L, Burns A et al (2000) Dependency in older
people recently admitted to care homes, Age and Ageing, May, 29, 3, 255–60.

Clarke M, Jagger C, Anderson J, Battcock T, Kelly F, Stern MC (1991) The prevalence of dementia
in a total population: a comparison of two screening instruments, Age and Ageing, 20, 6, 396–
403.

Clarke M, Lowry R, Clarke S (1986) Cognitive impairment in the elderly–a community survey, Age
and Ageing, September, 15, 5, 278–84.

Comas-Herrera, A, Pickard, L, Wittenberg, R et al. (2003) Future demand for long-term care, 2001
to 2031: projections of demand for older people in England. PSSRU discussion paper 1980.

Comas-Herrera, A, Wittenberg, R, Pickard, L, Knapp, M and MRC-CFAS. (2007) Cognitive
impairment in older people: its implications for future demand for services and costs. Inter-
national Journal of Geriatric Psychiatry, forthcoming (accepted subject to amendments).

Commission for Health Improvement (2003a) What CHI has Found in Mental Health Trusts,
Department of Health, London.

Commission for Health Improvement (2003b) Investigation into Matters Arising from Care on
Rowan Ward, Manchester Mental Health & Social Care Trust, CHI, London.

Copeland JRM, Dewey ME, Griffiths-Jones HM (1990) Dementia and depression in elderly
persons: AGECAT compared with DSM-III and pervasive illness, International Journal of
Geriatric Psychiatry, 5, 47–51.

Davey V, Knapp M, Fernandez JL, Knapp M, Vick N, Jolly D, Swift P, Tobin R, Kendall J, Ferrie J,
Pearson C, Mercer G, Priestley M (2007) Direct Payments: A National Survey of Direct Payments
Policy and Practice, PSSRU, London School of Economics and Political Science.

Davies B, Fernandez J-L, Nomer B (2000) Equity and Efficiency Policy in Community Care, Ash-
gate, Aldershot.

Department of Health (2001) National Service Framework for Older People, London: Department
of Health.

Devanand DP, Sano M, Tang MX, Taylor S, Gurland BJ, Wilder D et al (1996) Depressed mood
and the incidence of Alzheimer’s disease in the elderly living in the community, Archives of
General Psychiatry, 53, 175–82.

Downs MG (1996) The role of general practice and the primary care team in dementia diagnosis
and management, International Journal of Geriatric Psychiatry, 11, 937–42.

Evandrou and Falkingham 1995 in Hills et al (eds) The Future of Welfare . . .
Evandrou M (1995) Employment and care, paid and unpaid work: the socio economic position of

informal carers in Britain, in Phillips J (ed) Working Carers, Avebury, Aldershot.
Farndale J (1961) The Day Hospital Movement in Great Britain, Pergamon Press: Oxford.
Fernandez J-L, Forder J (2006) Regional variability in public long-term care expenditure in

England: the significance of local autonomy, exogenous influences and local spillovers, PSSRU
Discussion Paper, London School of Economics.

Fernandez J-L, Forder J (2007) Consequences of local variations in social care on the performance
of the acute health care sector, Applied Economics, forthcoming.

Fernandez J-L, Kendall J, Davey V, Knapp M (2007) Direct payments in England: factors linked to
variations in local provision, Journal of Social Policy, 36, 1, 97–121.

Fernandez J-L, Forder J (2005) The formal impact of informal care on social care services and
hospital care, PSSRU Discussion Paper, London School of Economics.

Ferri CP, Prince M, Brayne C, Brodaty H, Fratiglioni L, Ganguli M et al (2005) Global prevalence
of dementia: a Delphi consensus study, Lancet, December 17, 366, 9503, 2112–7.

Fitzpatrick AL, Kuller LH, Lopez OL, Kawas CH, Jagust W. Survival following dementia onset:
Alzheimer’s disease and vascular dementia. J Neurol Sci 2005, 229–230, 43–9.

Gaugler JE, Kane RL, Kane RA, Newcomer R (2005) Early community-based service utilization
and its effects on institutionalization in dementia caregiving, The Gerontologist; 45, 2, 177–185.

Glendinning C (1992) The Costs of Informal Care: Looking Inside the Household, HMSO, London.
Glendinning C, Challis D, Fernandez JL, Jones K, Knapp M, Manthorpe G, Netten A, Stevens M,

Wilberforce M (2006) Evaluating the individual budget pilot projects, Journal of Care Services
Management, 1, 30.

78 References



Government Actuary’s Department (2005) National population projections: 2004-based. Available
from www.gad.gov.uk

Gray A, Fenn P (1993) Alzheimer’s disease: the burden of the illness in England, Health Trends, 25,
31–37.

Harvey RJ, Skelton-Robinson M, Rossor MN (2003) The prevalence and causes of dementia
in people under the age of 65 years, Journal of Neurolology, Neurosurgery and Psychiatry,
September, 74, 9, 1206–9.

Healthcare Commission, Audit Commission, CSCI (2006) Living Well in Later Life, Healthcare
Commission, London.

Hilton C (2005) The clinical psychiatry of late life in Britain from 1950 to 1970: an overview,
International Journal of Geriatric Psychiatry, 20, 423–428.

Hofman A, Rocca WA, Brayne C, Breteler MM, Clarke M, Cooper B et al (1991) The prevalence of
dementia in Europe: a collaborative study of 1980–1990 findings, Eurodem Prevalence Research
Group, International Journal of Epidemiology, 20, 3, 736–48.

Hofman A, Ott A, Breteler MMB, Bots ML, Slooter AJC, van Harskamp F et al (1997) Athero-
sclerosis, apolipoprotein E, and prevalence of dementia and Alzheimer’s disease in the
Rotterdam Study, Lancet, 349, 151–154.

Holmes C, Cooper B, Levy R (1995) Dementia known to mental health services: first findings of a
case register for a defined elderly population, International Journal of Geriatric Psychiatry, 10,
875–81.

Jagger C, Lindesay J (1997) Residential care for elderly people: the prevalence of cognitive impair-
ment and behavioural problems, Age and Ageing, November, 26, 6, 475–80.

Jellinger KA (2006) Clinicopathological analysis of dementia disorders in the elderly–an update,
Journal of Alzheimers Disease, 9, 3 Suppl, 61–70.

Jolley DJ, Benbow SM (1997) The everyday work of geriatric psychiatrists, International Journal of
Geriatric Psychiatry, 12, 109–13.

Kavanagh, SM and Knapp, MRJ (1999) Cognitive disability and direct care costs for elderly people.
British Journal of Psychiatry, 174, 539–546.

Kavanagh S, Schneider J, Knapp M, Beecham J, Netten A (1995) Elderly people with dementia:
costs, effectiveness and the balance of care, in Knapp M (ed.) The Economic Evaluation of
Mental Health Care, Arena, London.

Kivipelto M, Helkala EL, Laakso MP, Hanninen T, Hallikainen M, Alhainen K et al (2001) Midlife
vascular risk factors and Alzheimer’s disease in later life: longitudinal, population based study,
British Medical Journal, 322, 1447–51.

Knapp M (2007) Social care: choice and control, in Hills J, Le Grand J et al (eds) Making Social
Policy Work: Essays in Honour of Howard Glennerster, Policy Press, Bristol, forthcoming.

Laing and Buisson. Care of Elderly People: Market Survey. London: Laing and Buisson Publica-
tions, 2005.

Lewis A (1946) Ageing and senility: a major problem of psychiatry, Journal of Mental Science, 92,
150–170.

Lindesay J (1990) The Guy’s/ Age Concern survey: physical health and psychiatric disorder in an
urban elderly community, International Journal of Geriatric Psychiatry, 5, 171–8.

Lindesay J, Marudkar M, van Diepen E, Wilcock G (2002) The second Leicester survey of memory
clinics in the British Isles, International Journal of Geriatric Psychiatry; 17, 41–47.

Livingston G, Sax K, Willison J, Blizard B, Mann A (1990) The Gospel Oak Study stage II: the
diagnosis of dementia in the community, Psychological Medicine, 20, 137–46.

Livingston G, Manela M, Katona C (1996) Depression and other psychiatric morbidity in carers of
elderly people living at home, British Medical Journal, 312, 153–156.

Livingston G, Mandela M, Katona C (1997) Cost of community care for older people, British
Journal of Psychiatry, 171, 56–69.

Livingston G, Katona C, Roch B, Guilhaume C, Rive B (2004) A dependency model for patients
with Alzheimer’s disease: its validation and relationship to the costs of care – the LASER-AD
Study, Current Medical Research Opinion, 20, 1007–1016.

Lobo A, Launer LJ, Fratiglioni L, Andersen K, Di Carlo A, Breteler MM (2000) Prevalence of

References 79



dementia and major subtypes in Europe: A collaborative study of population-based cohorts,
Neurologic Diseases in the Elderly Research Group, Neurology, 54, 11 Suppl 5, S4-S9.

Lowin A, Knapp M, McCrone P (2001) Alzheimer’s disease in the UK: comparative evidence on
cost of illness and volume of health services research funding, International Journal of Geriatric
Psychiatry, 16, 1143–1148.

Macdonald A & Cooper B. Long term care and dementia services; an impending crisis. Age and
Ageing 2006.

Macdonald AJ, Carpenter GI, Box O, Roberts A, Sahu S (2002) Dementia and use of psychotropic
medication in non-’Elderly Mentally Infirm’ nursing homes in South East England, Age and
Ageing, January, 31, 1, 58–64.

Manthorpe J, Browning D, Challis D, Glendinning C, Huxley P, Knapp M, Netten A, Stevens M
(2007) Individual budgets: on the launch pad, Journal of Interprofessional Care, forthcoming.

Margallo-Lana M, Swann A, O’Brien J, Fairbairn A, Reichelt K, Potkins D, Mynt P, Ballard C.
Prevalence and pharmacological management of behavioural and psychological symptoms
amongst dementia sufferers living in care environments. International Journal of Geriatric
Psychiatry 2001 Jan, 16, 1, 39–44.

Matthews FE, Dening T (2002) Prevalence of dementia in institutional care, Lancet, July, 20, 360,
9328, 225–6.

Mayeux R, Ottman R, Maestre G, Ngai C, Tang MX, Ginsberg H et al (1995) Synergistic effects
of traumatic head injury and apolipoprotein-epsilon 4 in patients with Alzheimer’s disease,
Neurology, 45, 555–7.

McGonigal G, Thomas B, McQuade C, Starr JM, MacLennan WJ, Whalley LJ (1993) Epidemi-
ology of Alzheimer’s presenile dementia in Scotland, 1974–88, British Medical Journal, March
13, 306, 6879, 680–3.

McNamee P, Bond J, Buck D (2001) Costs of dementia in England and Wales in the 21st century,
British Journal of Psychiatry, 179, 261–266.

Medical Research Council Cognitive Function and Ageing Study (MRC CFAS) (1998) Cognitive
function and dementia in six areas of England and Wales: the distribution of MMSE
and prevalence of GMS organicity level in the MRC CFA Study, Psychological Medicine, 28,
319–35.

Moise P, Schwarzinger M, Um MY (2004) Dementia Care in 9 OECD Countries: A Comparative
Analysis, OECD Health Working Paper No. 13, OECD, Paris.

Morris R, Morris L, Britton P (1988) Factors affecting the emotional wellbeing of the caregivers of
dementia sufferers, British Journal of Psychiatry, 153, 147–156.

Mortimer JA, van Duijn CM, Chandra V, Fratiglioni L, Graves AB, Heyman A et al (1991) Head
trauma as a risk factor for Alzheimer’s disease: a collaborative re-analysis of case-control studies.
EURODEM Risk Factors Research Group, International Journal of Epidemiology, 20, supple-
ment 2, S28–35.

Mountain G (1998) The delivery of community mental health services to older people, Mental
Health Review, 3, 7–15.

Murphy E, Banerjee S (1993) The organisation of old-age psychiatry services, Reviews in Clinical
Gerontology, 3, 367–78.

Nalbantoglu J, Gilfix BM, Bertrand P, Robitaille Y, Gauthier S, Rosenblatt DS et al (1994) Predict-
ive value of apolipoprotein E genotyping in Alzheimer’s disease: results of an autopsy series and
an analysis of several combined studies, Annals of Neurology, 36, 889–95.

National Assembly for Wales (2000) Caring about Carers: A Strategy for Carers in Wales. Implemen-
tation Plan, The National Assembly for Wales, Cardiff.

Netten A, Darton R, Bebbington A, Forder J, Brown P, Mummery K (2001) Residential and
nursing home care of elderly people with cognitive impairment: prevalence, mortality and costs,
Ageing and Mental Health, February, 5, 1, 14–22.

Neuropathology Group of the Medical Research Council Cognitive Function and Ageing Study
(MRC CFAS). Pathological correlates of late-onset dementia in a multicentre, community-based
population in England and Wales. Lancet 2001 Jan 20, 357, 9251, 169–75.

Newens AJ, Forster DP, Kay DW, Kirkup W, Bates D, Edwardson J (1993) Clinically diagnosed

80 References



presenile dementia of the Alzheimer type in the Northern Health Region: ascertainment, preva-
lence, incidence and survival, Psychological Medicine, August, 23, 3, 631–44.

O’Connor DW, Pollitt PA, Hyde JB et al (1988) Do general practitioners miss dementia in elderly
patients? British Medical Journal, 247, 1107–10.

O’Connor DW, Pollitt PA, Hyde JB, Fellows JL, Miller ND, Brook CP et al (1989) The prevalence
of dementia as measured by the Cambridge Mental Disorders of the Elderly Examination, Acta
Psychiatrica Scandinavica, 79, 2, 190–8.

Ott A, Breteler MM, van Harskamp F, Claus JJ, van der Cammen TJ, Grobbee DE et al (1995)
Prevalence of Alzheimer’s disease and vascular dementia: association with education. The
Rotterdam study, British Medical Journal, 310, 970–3.

Ott A, Slooter AJC, Hofman A, van Harskamp F, Witteman JCM, Van Broeckhoven C et al (1998)
Smoking and risk of dementia and Alzheimer’s disease in a population-based cohort study: the
Rotterdam Study, Lancet, 351, 1841–3.

Philp I (2004) Better Health in Old Age, Department of Health: London.
Philp I, Young J (1988) Audit of support given to lay carers of the demented elderly by members of

the primary health care team, Journal of the Royal College of General Practitioners, 38, 153–5.
Phipps AJ, O’Brien JT (2002) Memory clinics and clinical governance – a UK perspective, Inter-

national Journal of Geriatric Psychiatry, 17, 1128–1132.
Pickard L (2004) Caring for Older People and Employment, Audit Commission and PSSRU,

London School of Economics.
Pickard L, Wittenberg R, Comas-Herrera A, Davies B, Darton R (2000) Relying on informal care in

the new century? Informal care for elderly people in England to 2031, Ageing and Society, 20,
745–772.

Pickard, L., Wittenberg, R., Comas-Herrera, A., Davies, B. and Darton, R. (2001) Community care
for frail older people: analysis using the 1998/89 General Household Survey, in Quality in Later
Life: Rights, Rhetoric and Reality, Proceedings of the British Society of Gerontology Conference,
University of Stirling, Scotland.

Post F (2002) In the beginning, In Copeland JR, Abou-Saleh MT, Blazer DG (eds) Principles and
Practice of Geriatric Psychiatry, John Wiley and Sons, Chichester, 15–16.

Ratnavalli E, Brayne C, Dawson K, Hodges JR (2002) The prevalence of frontotemporal dementia,
Neurology, June 11, 58, 11, 1615–21.

Rosenvinge H (1994) The multi-disciplinary team, In Copeland JR, Abou-Saleh MT, Blazer DG
(eds) Principles and Practice of Geriatric Psychiatry, John Wiley and Sons, Chichester, pp 887–90.

Royal College of Psychiatrists (1989) Guidelines for regional advisors on consultant posts in old age
psychiatry, Psychiatric Bulletin, 11, 240–2.

Royal College of Psychiatrists (1992) Mental Health of the Nation: The Contribution of Psychiatry,
Royal College of Psychiatrists, London.

Royal College of Psychiatrists and British Geriatric Society (1979) Guidelines for collaboration
between geriatric physicians and psychiatrists in the care of the elderly, Bulletin of the Royal
College of Psychiatrists, 1, 168–9.

Royal Commission on Long Term Care (1999) With Respect to Old Age. Cm 4192. London: The
Stationery Office.

Saunders PA, Copeland JR, Dewey ME, Gilmore C, Larkin BA, Phaterpekar H et al (1993) The
prevalence of dementia, depression and neurosis in later life: the Liverpool MRC-ALPHA
Study, International Journal of Epidemiology, 22, 838–47.

Saunders AM, Strittmatter WJ, Schmechel D, St.George-Hyslop PH, Pericak-Vance MA, Joo SH
et al (1993) Association of apolipoprotein E allele e4 with late-onset familial and sporadic
Alzheimer’s disease, Neurology, 43, 1467–72.

Schaub RT, Linden M, Copeland JR (2003)A comparison of GMS-A/AGECAT, DSM-III-R for
dementia and depression, including subthreshold depression (SD) – results from the Berlin
Aging Study (BASE), International Journal of Geriatric Psychiatry, February, 18, 2, 109–17.

Schneider J, Murray J, Banerjee S, Mann A (1999) EUROCARE: A cross-national study of
co-resident spouse carers for people with Alzheimer’s Disease: I factors associated with carer
burden, International Journal of Geriatric Psychiatry, 14, 651–661.

References 81



Secretary of State for Health (2000) The NHS Plan, Cm 4818, The Stationery Office, London.
Skoog I, Lernfelt B, Landahl S, Palmertz B, Andreasson LA, Nilsson L et al (1996) 15-year longi-

tudinal study of blood pressure and dementia, Lancet, 347, 1141–5.
Social Services Inspectorate (2003) Improving Older People’s Services: An Overview of Performance,

Department of Health, London.
Souetre E, Thwaites R, Yeardley H (1999) Economic impact of Alzheimer’s disease in the United

Kingdom: cost of care and disease severity for non-institutionalised patients with Alzheimer’s
disease, British Journal of Psychiatry, 174, 51–55.

Stern Y, Gurland B, Tatemichi TK, Tang MX, Wilder D, Mayeux R (1994) Influence of education
and occupation on the incidence of Alzheimer’s disease, Journal of the American Medical Associ-
ation, 271, 1004–10.

Stevens T, Livingston G, Kitchen G, Manela M, Walker Z, Katona C (2002) Islington study of
dementia subtypes in the community, British Journal of Psychiatry, 180, 270–6.

de Vugt ME, Stevens F, Aalten P, Lousberg R, Jaspers N, Verhey FR. A prospective study of the
effects of behavioral symptoms on the institutionalization of patients with dementia. Inter-
national Psychogeriatrics 2005 Dec, 17, 4, 577–589.

Vernooij-Drassen JFJ, Moniz-Cook ED, Woods RT et al (2005) Factors affecting timely recognition
and diagnosis of dementia across Europe: from awareness to stigma, International Journal of
Geriatric Psychiatry, 20, 377–386.

Wanless D (2006) Securing Good Care for Older People: Taking a Long-Term View. King’s Fund,
London.

Wanless D, Forder J, Fernandez J-L, Poole T, Beesley L et al (2005) Securing Good Care For Older
People: Taking A Long Term View, Kings Fund, London.

Wattis J, Wattis L, Arie T (1981) Psychogeriatrics: a national survey of a new branch of psychiatry,
British Medical Journal, 282, 1529–33.

Wattis J (1994) The pattern of psychogeriatric services, In In Copeland JR, Abou-Saleh MT, Blazer
DG (eds) Principles and Practice of Geriatric Psychiatry, John Wiley and Sons, Chichester,
pp 879–83.

Wertheimer J (1997) Psychiatry of the elderly: a consensus statement, International Journal of
Geriatric Psychiatry, 12, 430–5.

Whalley LJ, Thomas BM, McGonigal G, McQuade CA, Swingler R, Black R (1995) Epidemiology
of presenile Alzheimer’s disease in Scotland (1974- 88) I, Non-random geographical variation,
British Journal of Psychiatry, 167, 6, 728–31.

Whitehead A (1970) In the Service of Old Age, Penguin Books, Harmondsworth.
Wittenberg R, Pickard L, Comas-Herrera A, Davies B and Darton R (1998) Demand for long-term

care: projections of long-term care finance for elderly people. PSSRU: University of Kent.
Wittenberg R, Pickard L, Comas-Herrera A, Davies B and Darton R (2001) Demand for long-term

care for elderly people in England to 2031. Health Statistics Quarterly 12.
Wittenberg R, Sandhu B, Knapp M (2002) Funding long-term care: the private and public options,

in Mossialos E, Dixon A, Figueras J, Kutzin J (eds) Funding Health Care: Options for Europe,
Open University Press: Buckingham.

Wittenberg R, Comas-Herrera A, King D, Malley J, Pickard L and Darton R (2006) Future demand
for long-term care, 2002 to 2041: Projections of demand for long-term care for older people in
England. PSSRU Discussion Paper 2330. London School of Economics: London.

Woodburn K, Johnstone E (1999) Ascertainment of a population of people with early-onset
dementia in Lothian, Scotland, International Journal of Geriatric Psychiatry, May, 14, 5, 362–7.

Wolstenholme J, Fenn P, Gray A, Keene J, Jacoby R, Hope T (2002) Estimating the relation-
ship between disease progression and cost of care in dementia, British Journal of Psychiatry, 181,
36–42.

Yaffe K, Fox P, Newcomer R, Sands L, Lindquist K, Dane K, Covinsky KE. Patient and caregiver
characteristics and nursing home placement in patients with dementia. Journal of the American
Medical Association, 2002 Apr 24, 287, 16, 2090–2097.

82 References


