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Abstract
Alzheimer's disease is a growing challenge
for care providers and purchasers. With
the shift away from the provision of long
term institutional care in most developed
countries, there is a growing tendency for
patients with Alzheimer's disease to be
cared for at home. In the United King-
dom, this change of direction contrasts
with the policies ofthe 1980s and 90s which
focused more attention on controlling
costs than on assessment of the needs of
the patient and carer and patient manage-
ment. In recent years, the resources avail-
able for management of Alzheimer's
disease have focused on institutional care,
coupled with drug treatment to control
difficult behaviour as the disease prog-
resses. For these reasons, the current sys-
tem has led to crisis management rather
than preventive support-that is, long
term care for a few rather than assistance
in the home before the crises occur and
institutional care is needed. Despite re-
cent innovations in the care of patients
with Alzheimer's disease, the nature ofthe
support that patients and carers receive is
poorly defined and sometimes inadeq-
uate. As a result of the shift towards care
in the community, the informal carer
occupies an increasingly central role in
the care of these patients and the issue of
how the best quality of care may be
defined and delivered is an issue which is
now ripe for review. The objective of this
paper is to redefine the type of support
that patients and carers should receive so
that the disease can be managed more
effectively in the community. The needs of
patients with Alzheimer's disease and
their carers are many and this should be
taken into account in defining the quality
and structure of healthcare support. This
paper shows how new initiatives, com-
bined with recently available symptomatic
drug treatment, can allow patients with
Alzheimer's disease to be maintained at
home for longer. This will have the dual
impact of raising the quality of care for

patients and improving the quality of life
for their carers. Moreover, maintaining
patients in a home environment will tend
to limit public and private expenditure on
institutional care due to a possible delay in
the need for it.
(Quality in Health Care 1997;6:146-152)

Keywords: Alzheimer's disease; community care; new
initiatives

Introduction
With the continuing rise in the number of eld-
erly people in developed populations, the over-
all burden of Alzheimer's disease will grow in
most western countries. Much of the burden
will fall on to the community as the provision of
long term institutional care is targeted at those
with greatest immediate need. As a result, the
deployment of resources to community and
institutional care will be a major challenge for
the National Health Service (NHS) and social
services in the coming years. Based on the
United Kingdom experience, the aim of this
paper is to help refocus attention on defining
the ways in which Alzheimer's disease can be
managed effectively in the community, so
improving quality of life for patient and carer
and possibly reducing public expenditure.
We begin by outlining the social and

economic burden that Alzheimer's disease rep-
resents. This disease is the most common form
of dementia and is associated with reduced life
expectancy and considerable morbidity. Also,
the economic burden on the NHS and social
services is substantial, particularly in relation to
institutional care which is more frequent as the
disease progresses. The practical and financial
burden has shifted to informal carers who now
occupy a central role in maintaining patients in
the community. Despite this, carers are not
always well equipped to cope with the difficul-
ties the disease creates. Unless informal carers
are better able to carry this burden in the com-
munity, the cost to the NHS and social services
will escalate beyond control.
The paper then considers new initiatives in

care provision which will help to maintain
patients with Alzheimer's disease at home.
These show the attention that is being focused
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Figure 1 Most patients with Alzheimer's disease are caredfor at home.

on the disease in different parts of the United
Kingdom but the initiatives represent only a
first step. Integration of these various initiatives
into care packages that are tailored to specific
situations of patients and carers still need to be
developed and this should be the future objec-
tive for the NHS and social services in this dis-
ease area.

Alzheimer's disease: epidemiology and
changing patterns of care
Alzheimer's disease affects 50% to 75% of
people with dementia' and the incidence is
strongly correlated with increasing age.2 Al-
though estimates show that the prevalence of
all dementia in the United Kingdom is 0.1%
for people aged 40-65' rates increase to around
2% for the age group 65-70, and dementia
affects up to 20% of people over the age of 70
(18.5% for men, 22.8% for women).2 The
prevalence of the disease tends to be consistent
across European countries,4 and over a third of
people who reach the age of 90 can expect to be
affected by this incapacitating disease.
The Alzheimer's Disease Society estimates

that there are currently about 621 000 people
over 65 with dementia in the United Kingdom,
about 466 000 of whom will have Alzheimer's
disease. As in most western countries, the
number of people in this age group is expected
to rise considerably over the next few decades,5
which will have major economic and social
implications for the providers and purchasers
of health and social services. Informal carers
are increasingly expected to bear most of the
informal care burden and they will also be
greatly affected.

CARE IN THE COMMUNITY

Care in the community is now the byword for
care of elderly people and long term mentally
ill. In fact the term community care is
something of a misnomer; it encourages an
image of care by the state. In reality, its mean-
ing has changed from care in the community to
care by the community, as the burden of
primary care and community based services
increasingly falls upon informal carers (usually
close family and friends).

In the United Kingdom, more than 60% of
elderly people with advanced cognitive deficits
live in their homes in the community, and
about a fifth of these live alone6 (fig 1); in fact

this is most likely to be an underestimate as
mild cases of dementia were not included in
this particular study. This represents a substan-
tial burden for carers who frequently cope with
limited professional support.7

It is estimated that informal carers save the
state between £15 and £24 billion per year by
supporting dependents who would otherwise
need institutional care.8
As is the case in many other countries, the

United Kingdom has had a tradition of long
term inpatient care, but there is now a move
away from permanent care provided by the
NHS and local authorities. In the early 1980s,
the government encouraged the use of private
care beds by permitting social security to fund
private nursing home and residential care.
Between 1980 and 1990 this policy produced
an increase in the number of elderly and
chronically ill people living in private residen-
tial care beds of over 300%,9 and put a major
burden on public spending. To reduce the
growing cost burden the 1990 NHS and Com-
munity Care Act was introduced which dis-
couraged admission to hospital and residential
care until all other options have been explored;
as a result the provision of care was shifted to
patients and their families.

"Community care has changed
from meaning care in the commu-
nity to care by the community."

With this change of policy, the number of
long term beds has been reduced by the NHS
and local authorities (fig 2)."1 At the same time
there has been an increase in the number of
beds contracted from the private sector and
this trend is likely to continue in the future.
However, this policy has been introduced with
no apparent cost shifting between health and
social services: local authority provision is
means tested and patients now bear the initial
burden until their personal funds fall below a
certain threshold. These changes threaten to
create a care deficit with many more frail
elderly people living in the community and a
consequent rise in the pressure on informal
carers that is, the patient's family and friends.
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Figure 2 Provision of beds for the elderly and disabled has
moved to the private sector.
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Table 1 Where patients with Alzheimer's disease live

Total cognitivel/ inipaired
Meani OPCS

Situationilservice package (ti) (0) score*

At home alone 42826 13 8.47
At home with others 159659 50 9.48
Local authority homes 45191 14 9.60
Private or voluntary residential homes 15134 5 9.18
Private or voluntary nursing homes 23297 7 9.51
Hospital 33750 11 9.83

* The Office of Population Censuses and Surveys (OPCS) uses its own disability index to measure

level of cognitive impairment: an increasing number reflects a decrease in cognitive function.
Source: Schneider et al," based on OPCS data from 1985.

90
_ Shire counties

75 Metropolitan areas
11- Inner London

60 - Outer London

c 45

0

Residential Places in LA Number of home help
places available/ day care centres/ hours received/person
1000 aged > 75 1000 aged > 65 aged > 75

Figine 3 There is considerable variation in local availability of services.

SEVERITY OF At ZHEIMER 'S DISEASE AND SETTING

OF CARE

The relation between level of cognitive impair-
ment and residential care is such that only the
more severe cases of Alzheimer's disease are

likely to be institutionalized. The table summa-
rises the results of a United Kingdom survey of
care for Alzheimer's disease6 and shows that
patients with the best cognitive function (lower
values of the dementia scoring system of the
Office of Populations, Censuses and Surveys)
are more independent and live at home. The
highest scores (most impaired) are for those
living in hospital.
As with all care in the community the avail-

ability of services for Alzheimer's disease
represents one of the biggest issues facing
patients and carers. A recent survey in Dundee
concluded that the presence of dementia was

associated with a high level of unmet need for
mainstream medical services and domiciliary
support.l Overall, there is substantial local
variation in the type and amount of community
and long term care provided across the United
Kingdom,0 and this applies to both commu-

nity and residential care" (fig 3).
The strong focus of the NHS and social

services on the more severe cases of Alzheim-
er's disease is understandable: resources are

limited and the needs become clearest as the
severity of Alzheimer's disease increases. Until
recently there was no reason for the patient to
present earlier because of the relative lack of
treatment for mild or moderate cases. General
practitioners were also reluctant to diagnose
Alzheimer's disease due to previous lack of
treatment alternatives. Because of missed diag-
nosis, there is still a lack of recognition of
Alzheimer's disease in its early stages.

These factors have so far limited the extent
to which patients with Alzheimer's disease and
their carers have been supported by health and
social systems. The same is true for some other
European countries. In Italy, for instance, a
study reported an average of 22 months
between the onset of symptoms and the first
presentation to the general practitioner (GP).4

Financial cost and funding of care
Disability arising from the progressive decline
in cognitive function eventually limits normal
functioning. Because of this, the care needed for
the management of the disease targets two areas:
the medical aspect (need for medical assessment
and diagnosis, medication, etc) and the social
aspect of the disease (provision of meals on
wheels in the community, home care, etc).
Drug expenditure on Alzheimer's disease is

clearly reported to be low.'5 As with many dis-
ease areas, studies have shown that long term
care in institutions or in the community
(formal and informal care) is the most costly
component and that drug treatment consti-
tutes only a small part of the care costs for
patients with Alzheimer's disease."' 17 Two
United Kingdom studies performed in the past
10 years estimated the total annual costs of
Alzheimer's disease (including direct and indi-
rect costs) at f1039 million and £4684
million. 6 This is in the same region of cost as
other chronic diseases in the United King-
dom for example, Davies and Drummond
found that the cost of schizophrenia was C1600
million.S On the basis of two studies con-
ducted in the United States, total costs for
arthritis and epilepsy were estimated at f 1200
million and f500 million respectively, for the
United Kingdom (1989-90 figures).
The two United Kingdom studies" used

different approaches to costing Alzheimer's
disease but the distribution of the costs was
similar with both studies highlighting the cost
burden of residential care. For example, Gray
and Fenni found that 65% of total care cost
(excluding informal care) is attributed to
residential or nursing home care, and 25% to
hospital based care.

Studies have shown that the cost of services
for patients with dementia varies according to
the severity of the disease for example, the
costs of community care for moderate demen-
tia were twice those of mild dementia in
Canada.s In view of the shift towards care in
the community it is particularly noteworthy
that the need for informal care more than dou-
bles for patients with severe dementia com-
pared with mild dementia.2' This relation
between costs and severity has been supported
by studies in other European countries,
most of which use the mini mental state
examination (MMSE) to measure cognitive
dysfunction.

FRAGMENTATION IN THE FUNDING OF CARE
The funding of medical and social aspects of
Alzheimer's disease is characterised by a
considerable fragmentation and a multiplicity
of purchasers and providers (fig 4). Division
between health authorities and the local
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security transfer impairment; the burden is about 75% for those
payments living in a private household.' These figures are

10 960 supported by Gray and Fenn'7 who found that
8820 66% of direct care costs are covered by patients

and informal carers. The total costs of demen-
tia care, together with the proportion paid by
informal carers, will probably rise in line with
those for elderly people in general over the
coming 30 years (fig 5).

This is to say nothing of the healthcare costs
Alone With for the carer themselves. This may not be borne

others entirely in terms of direct medical care costs
- Living at home - but there are strong signals that informal care

givers pay a high price in terms of their own
health for providing this service to their loved
ones.' Care givers are more likely to have

problems in the past health problems and to be taking medications
ed across the United than non-care givers. Care givers are stressed,
tas been much easier lack sleep, are fatigued, and have somatic com-
ien patients become plaints, anxiety, and depression.32 Stress, de-
to warrant interven- pression, and immunosuppression are three
patients with milder times more common in care providers than in

non-care providers.33 Psychotropic drugs are

ities are responsible used by 30% of care givers, twice as much as by
ig their population's elderly non-care givers. Spouse care givers are
e funding of social most likely to take antianxiety drugs, care giv-
leals on wheels, etc), ers with financial problems use anxiolytic and
contract with differ- hypnotic drugs, and care givers who feel
provide residential, stressed and lacking in support are most likely
their population.6 24 to use antidepressant drugs. If the patient is

depressed, then it is more likely that the careDm national to local
g

y
wihotifiuliegiver will become depressed.32

The fragmentation of funding and provision
lity to raise local of services between health and local authorities
ae cases the demand may increase financial accountability for each
cannot be met. As a agency but it creates difficulties for the patient
n of care is increas- and carer. It diffuses the responsibility for pro-
rer.' 25 26 viding and funding patient care and the net

result is a greater burden on the informal carer
S AND CARERS than might otherwise be necessary.

I J u1%-111 s X3 Xj L L 1 1 ae\

There is international evidence of the substan-
tial financial, social, and psychological burden At a time of shifting care patterns and
on informal carers.. 8 the United Kingdom, priorites, what should patients with Alzheim-the patient's contribution to institutional care pr's iteas, watdshoul palieswe ethA.m-.29 . er's disease and their families expect from
is subject to financial means testing2 (patients health and social support systems? In an
outside local homes may, however, receive a attempt to assess the ways in which better care
living allowance3). As well as institutional care, can be provided experimental projects have
patient contributions are also required for cer- recently been started in the United Kingdom.
tamn forms of community care-for example, For example, a major United Kingdom hous-

_________________________________ ing association challenged the view that
W Informal care at market prices sheltered housing is not appropriate for people
m ) ( Public with dementia, by showing that these patients

30 Formal care can do well in supported housing.34 This kind
Private of study can help change perceptions ofhow to

30 _ g provide care for those with dementia, particu-
larly with regard to their environment and
interaction with other people.

10 _ I 51 |There is no doubt that the various situations
that patients find themselves in make the

20 _ 11 _ provision of a customised care package a
necessity. By improving the assessment of care
needs, the care for patients with Alzheimer's

0 disease can be better tailored, so improving the
1995 2001 2011 2021 2031 overall quality of care for carers and for the

S The cost of informal care will probably increase. patients themselves. There have been many
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attempts to do this. For example the Dementia
Services Development Centre at Stirling Uni-
versity has developed CarenapD,3" the care
needs assessment pack for dementia. Care-
napD, which is currently being assessed at
various sites in Scotland, is a tool to estimate
the care needs of people with dementia and
their carers.

In the south of England a community hospi-
tal is assessing care needs at an early stage of
the disease.36 This hospital is developing an
early intervention programme in which the
lifestyle of individual patients with Alzheimer's
disease is adapted to take account of handicap
at an early stage in the illness. The aim of this
scheme is to help preserve cognitive and func-
tional skills for as long as possible, and to help
patients to adjust to the progress of their
disease. Each patient has his own "portfolio of
care" which forms an effective system of
providing good quality, individualized care
which can be delivered by a wide range of
helpers in various care settings.

Because of the central role of informal carers
in the daily life of most patients with Alzheim-
er's disease, meeting the carer's needs is also an
important determinant of the quality of care.
The South Devon Carers Consortium is
implementing a project37 which aims to raise
awareness of the needs of carers within the pri-
mary healthcare team, and develop networks
and services to meet these needs. The Merton
and Sutton Community NHS Trust38 is also
investigating this. As well as identification of
carers, members of the primary healthcare
teams aim to refer carers to specifically
designed health promotion courses.
There are also examples of training initia-

tives directed at the carer. "Training and liaison
for carers and care workers"39 is a project being
developed by the Preston Hall Hospital in
Maidstone. Information is provided for carers
about health related issues, as well as courses in
nursing and physiotherapy skills.
There are also many initiatives to improve

staff training; for example, the Bradford
Dementia Centre offers courses in "dementia
mapping", involving practical, teaching, and
interpersonal skills.
The effective implementation of care strat-

egies is also an important dimension of quality
in care and in some areas, local and health
authorities are starting to work together to
achieve this. Cambridge and Huntingdon
Health Authority has drawn up a policy frame-
work to clarify the respective roles of the local
authority and the NHS in an attempt to stop
patients "falling between the cracks" in provi-
sion of care. As in other regions, they recognise
a hierarchy of care settings, with increasing
specialization and intensity of care: own home,
residential home, nursing home, hospital. The
level of disability (mental and physical) as well
as the burden on the carer determine the need;
when the medical needs of a patient increase,
they move up the scale3 and institutional care is
more likely. In other words, admission to long
term care is on the basis of defined need, rather
than being dictated by the level of service.

For some health and local authorities, work-
ing together also means pooling budgets. The
Crewkern carer project40 and the Bridgwater
carers support scheme,4" supported by both the
Carers National Association and the Red
Cross, are two examples of carers' projects
which receive financial support from both the
health and social services. Each of these
projects is based in primary care and involves
about 40 general practitioners; they promote a
range of services aimed at supporting the carer,
including advice and information, organisation
of carers support groups, supportive listening,
and referrals for patients and carers.

RECENT DEVELOPMENTS IN DRUG THERAPY
The use of drug treatment in Alzheimer's
disease is currently limited. Until recently there
was no effective treatment to control the symp-
toms of the disease and, rather than treat the
patient, drugs were used primarily to control
difficult behaviour or limit depression which
affects up to 30% of patients with Alzheimer's
disease.42 43 Because of this, neuroleptic and
antidepressant drugs have been the mainstay of
management by drug treatment to date.

Tacrine (an acetylcholinesterase inhibitor)
was the first symptomatic drug for Alzheimer's
disease to be launched, although safety con-
cerns meant that it was not made available in
the United Kingdom. More recently donepezil
(Aricept), a new once daily acetylcholineste-
rase inhibitor developed for the symptomatic
treatment of mild to moderately severe Alzhe-
imer's disease, has been made available and is
the only approved treatment for Alzheimer's
disease in the United Kingdom. Well designed
controlled clinical trials have proved the
efficacy of Aricept in improving both cognitive
function and global function of the patient.44
The safety and tolerability profiles of this agent
suggest that it will be well accepted by patients,
and easy for care givers to administer. Aricept
will thus offer new opportunities for helping
patients live independently for longer and for
relieving the stress of carers. As drug treatment
is now available, early diagnosis of Alzheimer's
disease should become a greater priority.

OPPORTUNITIES AND AGENDA
Several new initiatives have the potential to
improve the care that patients with Alzheimer's
disease receive. Although this creates opportu-
nities for better quality care, this cannot be
achieved with current approaches to patient
management, and a considerable shift of
emphasis will be needed:
There will be a need for improved diagnostic

accuracy, particularly at general practitioner
(GP) level. A recent survey by the Alzheimer's
Disease Society among 2000 carers' found that
30% of patients with dementia were first
thought to be depressed or considered to have
age associated memory disorder rather than
dementia. Moreover, 60% of patients who pre-
sented with memory problems had no cogni-
tive assessment or memory tests, yet these
clearly aid detection of the disease.45

Patients must be identified by the healthcare
system at an earlier stage of the disease than at
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present. With the advent of effective drug
treatment the early diagnosis of Alzheimer's
disease is important; treatment for early disease
may delay the onset of symptoms and improve
the quality of life of the patient and the carer.
Early diagnosis may also rule out other causes
of dementia which may be treatable and
require different management.45 The introduc-
tion of brief, easily used screening tests46
deserves consideration as a first step during the
over 75s annual health check. Alternatively, the
MMSE is widely used for cognitive assessment
in both the United Kingdom and United
States47 and has considerable value in the
detection of progressive cognitive im-
pairment.48
New care programmes carry a cost and pur-

chasers of health care will be concerned about
their potential budgetary impact. Health and
social services will not necessarily bear the bur-
den of cost associated with the use of a drug
such as Aricept. Because it may delay the loss
of cognitive function associated with Alzheim-
er's disease,49 Aricept is a drug which may
reduce morbidity to such a degree that the
need for institutional care is delayed without
increasing life expectancy. In this situation the
period for which this high cost element will be
needed will be reduced or compressed5" result-
ing in a saving in resources.
As well as keeping the patient at home

longer, improved cognitive and global function
associated with drug treatment may also bring
about a reduction in the numbers of hours of
informal care required in the short term, and a
reduction in the intensity or the amount of
community support services-for example, less
need for meals on wheels, fewer nurse visits,
and reduced use of professional carers.
These kinds of savings have already been

described with tacrine, which delayed entry
into institutional care by up to nine months,
and savings of 17% to 30% were reported.5" 52

Conclusions
The carer has a central and increasingly
important role in the management of patients
with Alzheimer's disease and this will increase
in the future. For this to be sustainable, the
provision of adequate professional support
must be a part of any new contract between
professional and informal care givers.
However, it is clear that the provision of

quality care in a domestic or non-institutional
setting cannot be achieved through the use of a
"one size fits all" policy and the nature of good
quality care has yet to be defined clearly.
Fortunately, many valuable initiatives are being
established which will help to overcome the
problem of poor provision of services and
coordination. These programmes would seem
to complement drug treatment, which itself is
likely to have an increased role in the next few
years for patients with Alzheimer's disease.
These tailored care packages can raise the
quality of support available to both the patients
and their carers, as each is an inseparable part
of care in the community for Alzheimer's
disease.

Although drug treatment has the potential
for reducing the costs for local authorities, and
to some degree the patient and career, the pur-
chase of drug treatment lies within the NHS.
To encourage the appropriate use of drug
treatment on the basis of needs of patients and
carers, local and health authorities may need to
pool budgets so that a flexible care package can
be developed which is tailored to the specific
needs of the patient. To avoid disparities in the
delivery of care, the development of care
protocols will be essential.
The development of medical guidelines to

ensure best standard practice and accurate dif-
ferential diagnosis would be a decisive step
towards improved management of Alzheimer's
disease. The new initiatives which are currently
being developed in care provision in the United
Kingdom are promising but need proper
evaluation as they are developed further as an
integrated approach that combines medical
and social care. Below are initiatives of high
priority.

(1) The primary and secondary care sectors
need to develop shared care protocols if
patients are not to fall between the cracks that
exist between care providers.

(2) The routine annual check of the elderly
(over 75s) in the United Kingdom is not des-
igned to detect Alzheimer's disease, although
there is no reason why simple cognitive assess-
ments should not be included.

(3) Management guidelines and protocols
will be needed to support clinicians (particu-
larly GPs) in the recognition and treatment of
patients with Alzheimer's disease. This is likely
to have implications for the role ofother profess-
ions in primary care, particularly nurses.

(4) There will be a need to exploit all aspects
of care that are likely to enable patients to be
cared for more successfully and for longer, at
home.

It is clear that new approaches, from
sheltered housing to new drug treatments, offer
possibilities that were previously not available.
No single approach will fit the needs of all
patient-carer situations and a flexible, inte-
grated approach to care provision and funding
is likely to be the most successful. It is likely,
however, that good community based care will
be facilitated by specific Alzheimer drug treat-
ments that are now becoming available.
The introduction of Aricept provides an

opportunity to develop a more integrated
pattern of care with a wider range of partners,
as follows:

(1) Family doctors will not only be involved
in prescribing but they will also be increasingly
involved in providing and purchasing support
services as fundholders. They will work more
closely with colleagues such as community
psychiatric nurses as well as other community
nurses.

(2) Respite care in nursing homes could pro-
vide considerable help to carers and patients at
a much lower cost than permanent institutional
care.

(3) Community trusts can develop innova-
tive models of day service and local rehabilita-
tion.
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There can also be new alliances between the
public and private sectors to offer low cost
support services to delay the need for institu-
tional care. These should incorporate the
emerging new health technologies that are
being developed or have been recently intro-
duced. The next few years could be a much
more positive period in the development of
dementia services in which there will be a
tailored definition of what represents quality
health and social support for the patient and
care, and more achievable aims through the
use of innovative and flexible approaches to
care and drug treatment.

We acknowledge sponsorship of the work by Pfizer Pharmaceu-
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