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Introduction
Dementia is a clinical syndrome (not a radiological

or pathological appearance) of lasting deterioration
of intellect and personality associated, by definition,
with diffuse structural disease of the brain-demon-
strated or presumed. The syndrome can occur at any
age. However, before adulthood is reached develop-
ment is still taking place and the cerebral disorder
then manifests as mental handicap, and a blighted
potential, rather than as decline from a level previ-
ously attained (Bicknell, 1982). Dementia can result
from many different processes; the nature of these
may itself influence the clinical picture.
Given the age structure of the population of this

and other developed countries, old age is far and
away the commonest period of life in which dementia
occurs. The two predominent pathological conditions
are vascular disease, causing multi-infarct or vascular
dementia, and cerebral atrophy with senile (Alzhei-
mer's) plaques and neurofibrillary tangles, the basis
for senile dementia-in which the blood vessels may
be normal and are not in any event thought to be of
major significance in the pathogenesis.
While dementia before the senium can present

formidable problems and does differ in some respects
from dementia in the elderly, the difference is not one
of essence. Accordingly, for ease of exposition, this
paper will confine itself to dementia in the elderly,
the paradigm of the problem.
Dementia is common and seen in many settings. It

affects not only the individuals with the condition,
who in fact in many cases experience little or no
distress themselves, but also those in their informal
social network-family, friends and neighbours. It
also has profound implications for members of
formal helping networks, such as the National Health
Service, Social Services departments, and voluntary
and private bodies, and for social and economic
policy. It regularly raises ethical problems. After
years of neglect by academic circles, it is now the
object of increasing research although much remains
to be done (Lishman, 1977). It is a disabling
syndrome, with at present no remedial treatment in

the vast majority of cases. Once the diagnosis has
been made it is often regarded by the medical
profession as a 'social problem only' but in fact
dementia requires the deployment of the efforts of
several disciplines, and their collaboration, if the best
at present possible is to be achieved.

In a broad sense, in our professional and some-
times in our personal lives, we all have 'to live with
dementia'. As medical people we need knowledge
from many sources and of several types, some of a
traditional, disease-orientated nature, some not. The
former includes epidemiology, neuropathology, neu-
rochemistry, individual, family and group psychol-
ogy and psychiatry (viewed as the assessment and
management of people in psychological distress and
with abnormal mental states, behaviour and reac-
tions). The latter involves the assessment of risk in
behaviour, the operation of the Social Services and
Social Security systems, the administration of a
service for a population as well as the provision of
care for individuals in it, and the law in relation not
only to mental health but to the financial protection
of the mentally disordered. The skills required are
mixed and some have hardly begun to be imparted in
medical schools. They transcend disciplines. They
call for the questioning of such accepted boundaries
as community/hospital, consultant/general practi-
tioner, and doctor/nurse/social worker. Even where
such skills exist, their exercise can be frustrated by
the resistance to change of established professional
and administrative hierarchies.

It is not the aim of the present article to review
current knowledge on the numerous aspects of
dementia in the elderly. This has recently been done
by the Royal College of Physicians (1981). Rather,
the objective is to give a personal account, based
upon clinical practice, of the experience of 'living
with dementia'. In so doing, it is as well to make the
point at the outset that only the person with dementia
lives with the dementia itself: everyone else lives with
a person who happens to have dementia, but many
other characteristics also. It may be those traits,
rather than the dementia, which cause problems to
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Living with dementia

others, or at least mould the form taken by these
problems. Even with severe or advanced disease, the
person is much more than the disease: she (there are
many more old women with dementia than old men)
has a personality, a biography, a lifetime of relation-
ships and of interactions. They are of great relevance
when disability hits the individual. It is only by
taking them into account, and other factors also, that
a proper understanding can be obtained of the
situation of a person with dementia. And it is only
when such an understanding has been built up that
one can begin to know what to do.

The person and the dementia

In any case of dementia, three sets of factors have
to be considered, arising from within the individual
or impinging upon her. These are (1) features which
are a direct and intrinsic manifestation of the brain
disease itself; (2) features which arise as a result of the
reaction of the healthy part of the person to the
disease and to the disability, and (3) the influence of
the environment, human and physical, upon the
disabled individual's state of mind and behaviour.

It is all too easy, in the presence of obvious brain
disorder, to overlook the importance of the last two
sets of variables. However, until the dementia is far
advanced and has washed away all personal charac-
teristics, to produce the fairly stereotyped and homo-
geneous picture of severe deterioration of intellect
and personality, these variables have a considerable
impact upon the clinical picture, most notably upon
the behaviour of the person with dementia.

Every living organism, every part of a living
organism, is in a dynamic equilibrium with the
external or internal environment. One of the major
disabilities in dementia is the impairment of adapta-
bility to changing circumstances and to external
stimuli, the loss of control over reactions, the inability
to devise strategies to solve problems. It follows that
it is more important and not less, in such people, to
describe those influences in each case and to seek to
modify them to the benefit of the patient, and also of
others, given that the patient herself has some basic
deficits which cannot be put right. It cannot be
overemphasized that in people with dementia the
brain disorder is itself only one of a number of
determinants of behaviour and emotion. Clearly, the
more severe the disease of the brain the greater the
role it plays in the total picture. However, it is a
mistake to attribute everything that the patient is,
feels and does to the structural cerebral abnormality.
This mistaken attitude accounts for much of the
therapeutic nihilism with which such cases are
viewed-a nihilism justified at present only if all that
one is concerned with is the cure of disease.

Intrinsic effects of brain damage
The brain damage itself causes a deterioration of

general intellect, of a number of specific cerebral
functions and of personality.
The higher general intellectual functions comprise

such subtle activities as thinking, concept formation,
logical reasoning, problem-solving, judgement, and
insight. The range of normality is obviously wide,
premorbid intelligence affects performance and its
assessment and significant variation has to be judged,
far more than is true for specific functions, by both
quantitative and qualitative criteria. It is important
not to mistake longstanding low intelligence (mild
mental handicap) for deterioration (dementia). The
former may present problems in old age for the
first time, as supports are removed, for example by
the death of a spouse whose activities masked the
degree of social incompetence of the woman. Such
'pseudo-dementia' is not associated with brain dis-
ease and lacks the probability of further decline,
often, although not always, implicit in the term
dementia.
The specific functions are traditionally identifiable

separately on clinical examination, although inter-
dependent: memory, orientation, language, praxis,
gnosis. They are tested qualitatively by clinical
methods and there is a fairly clear operational notion
of what constitutes abnormality in a test response.

It is not appropriate in this article to consider all
such impairments but only certain aspects of some of
them which are particularly relevant to the distress
and behaviour of the patient and of others who are of
particular significance. Whereas the mere presence of
an abnormality may by itself be of great diagnostic
import, it is only in so far as it impinges on the life of
the people concerned that it is of significance in
management (given a disease which is not remedia-
ble). So it is some of the practical implications which
are examined further here.

Memory

It is commonplace and true to say that in dementia
memory for recent events is affected earlier and to a
greater extent than memory for remote events
(Ribot's law). What this means in reality is that what
is most impaired is the ability to learn: material long
known already is retained comparatively well and it
is new information which cannot be assimilated. Of
course, as the disease progresses forgetting increases
and thus established memories are eased also and the
past wiped out. Confabulation is an extremely
common association of amnesia in dementia.
The retention of established memories, coupled

with the inability to learn and to integrate new
experiences, explains much in the behaviour of the
person with dementia. It explains the comparative
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normality of behaviour in familiar surroundings
(other things being equal), the absence of subjective
distress in the patient at home and the tendency to
continue old patterns of behaviour when they are no
longer appropriate, such as getting ready to go to
work long after retirement has taken place but the
new fact of retirement has not been learnt. It explains
the anxiety, and with it the restlessness and other
manifestations of distress, on removal to unfamiliar
places and in facing new people and situations. It
explains the preservation of social behaviour long
practised, and other behaviour patterns.

It follows that in a memory-disordered person very
little can be predicted about how she will behave in a
new environment. Equally, her performance in an
unfamiliar setting, for example a hospital, is not a
good guide as to how she will perform in her own
home. Therein lies the fallacy in thinking of admitt-
ing such a patient for assessment-change the
environment and you change the person even if not
the disease and it is the person who is of concern, not
her disease when that disease is itself untreatable.

Evidence is beginning to come to light that some
patients with organic disorders of memory and
orientation may be able to learn new material if the
number of attempts is sufficiently large and the
conditions right and that they may retain some of the
information thus acquired, albeit for short periods
only. This is the basis, for example, for Reality
Orientation Training (Brook, Degun and Mather,
1975; Hanley, McGuire and Boyd, 1981). Amnesia in
dementia may therefore be modifiable to some extent
despite the brain damage. This fact, if such it is
confirmed to be, may have implications in the future
development of strategies for the care of such
disabled people. For example, lost simple skills
needed in daily living may be taught again to a
degree sufficient to increase the patient's indepen-
dence; this would not only reduce the burden on
others, but would also maintain a better quality of
life and postpone the need for institutionalization.

Orientation

Disorientation in space can be regarded as in part
an abnormality of learning and retention, that is, a
memory-based disorder. There is impaired ability to
assimilate, retain and use clues and cues. It is also a
disorder of recognition, that is, a visual agnosia. It
underlies the phenomenon of wandering: the patient
loses her way, is unable to correct her mistake by
using available information and continues to walk in
search of familiar surroundings or even aimlessly. In
enclosed but unfamiliar settings, for example a
hospital ward, disorientation is one of the mecha-
nisms operating in causing restlessness. Even in
advanced dementia, topographical memory for long-

trodden paths may be retained: for parts of the
patient's own home and for streets in her neighbour-
hood. Removal to strange places may not only induce
or increase agitation but may also heighten substan-
tially the risk of getting lost outside.

Disorientation in time, and the difficulties in
accepting correction from others or to use cues to
understand and rectify mistakes, is another major
cause of abnormal behaviour in such patients.

Language function

Aphasic disorders are common in dementia: the
areas for language are diseased, in common with
others, as part of the diffuse brain damage. However,
it is important to make the distinction between
aphasia and dementia, whether it is aphasia in or
with dementia, anterior (expressive) or posterior
(receptive) aphasia, and to know of the psychological
concomitants of, or reactions to, aphasia (Benson,
1973).
Anterior aphasia is non-fluent with just a few

words, pronounced badly with much effort and
unmelodiously. Posterior aphasia is fluent with many
words expressed easily and with good pronunciation
but poor understanding. In the former, comprehen-
sion is good, insight preserved and distress marked.
In the latter, understanding and insight are defective
and the patient is not distressed but may be paranoid
in the face of what she regards as unjustified
intervention against her, such as attempts to investi-
gate her or treat her in hospital.
The distinctions, detailed consideration ofwhich is

beyond the scope of this article, are needed not only
for aetiological and therapeutic purposes (thus an
isolated aphasia may be due to a remediable local
lesion) but also to assist in the management.

Apraxia

This is the inability to carry out actions with no
loss of motor and sensory neurological functions and
no abnormality of the understanding of what is
required. It is a disorder of parietal lobe function and
interferes with most activities of daily living but most
strikingly with dressing.

Agnosia

This refers to a disorder of object recognition by
vision, hearing or touch and it too arises from parietal
lobe disease. Agnosia accounts for much of the
disorganized and incoherent behaviour seen in cases
with substantial dementia; failure to recognize peo-
ple, places, objects and their meanings removes most
of the bases which inform ordinary conduct. It
separates the patient from his long-known human
contacts. It may, when the agnosia involves the
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Living with dementia

patient's own home, lead to wandering in search of
home. One disconcerting result may be the erroneous
but unshakeable belief that the person or place looks
just like the original but is in fact an identical double
(modified Capgras syndrome); this also may lead the
patient to wander away from family and from home,
in search of the real person or place.

Other abnormalities which stem directly from the
structural disease of the brain include hallucinations,
mainly in the visual modality and often giving rise to
ill-systematized and transitory delusions, restlessness
or apathy, and changes of personality in a number of
possible directions but predominantly comprising
falling standards of self-care, reduced social inhibi-
tion and a diminished threshold for aggressive
behaviour.

The interaction between the individual and the
dementia

Diseases evoke psychological reactions in those
affected. When under stress, including the stress of
illness, each person tends to have his own 'coping
style'-a recurring complex of emotions and beha-
viour, within a recognizable broad range of patterns.
In addition, the nature of the illness itself introduces
its own specific shaping influences. This is true also in
dementia, certainly when it is mild but even beyond
the initial stages. In each instance it is essential to
make the distinction between what is a manifestation
of the disease and what is a reaction of the remaining
healthy part of the individual to it. There is no
knowledge at present as to how common each type of
reaction is but the main ones can be mentioned here.

Anxiety. The patient, realizing that her faculties are
failing, becomes frightened, tense, restless and seeks
reassurance in an importunate manner.

Depression. This is reactive in nature but it may
also be that the brain structures concerned with mood
are themselves when damaged playing a part in this.
The depression is usually transitory and superficial
but it may be all-pervasive and severe especially in
mild degrees of dementia. Delusions and self-blame
are usually absent.

Euphoria. Occasionally there may be a so-called
'manic defence', the patient being unnaturally elated
in the face of failing powers, defending herself
against anxiety and depression.

Denial. The patient conceals from herself the fact
that she is dementing. On being questioned, for
example in the course of a clinical examination, she
will avoid questions; try to change the subject or
make excuses e.g. she has never been interested in the
matter. She may joke about the 'silly' nature of the
questions, and may try to divert the conversation
onto subjects which are still retained.
On the other hand, there may be frustration at

failing performance and irritability, with a hostile
reaction to being tested and verbal or even physical
aggression against the persistent interviewer or ques-
tioner.
A catastrophic reaction may develop when the

patient is placed under intolerable pressure. She may
then become very anxious and agitated and break
down completely into totally helpless, disorganized
or aggressive and destructive behaviour.

Compensatory strategies. These may be adopted,
particularly early on, with the keeping of diaries, the
making of notes and the deliberate transfer of
responsibilities to trusted people.

Suspicion. The patient may be suspicious of the
actions of others, particularly of being 'put away',
and may keep well-intentioned potential helpers at
arm's length. This may lead to a frankly paranoid
posture.

Regression. Occasionally, the patient may regress,
becoming more dependent than her brain function
warrants, incontinent, physically incapable, tending
to stay in bed, or to fall about.

These responses, when damaging, may all be
alleviated by appropriate handling. Understanding,
trust, tolerance, sympathy, firmness (on occasion),
and time (always) are needed. Such an approach may
make all the difference between an explosive situa-
tion and the restoration of calm. Much can be
achieved not only by working directly with the
patient but by counselling and advising those around
her as to how to handle her.

Environmental influences upon the patient

It has been said earlier that there is an equilibrium
between the patient and her environment, human
and material. At its best, this results in a secure,
contented and calm person who happens to have core
disabilities of dementia. That adjustment can be
broken by the actions of others. Distress and abnor-
mal behaviour can be induced, possibly without
necessity. This indeed is what would happen with
any person subjected to strain beyond her ability to
tolerate. The patient with dementia does not differ in
kind in her reactions to stress from other psychiatric
patients, or, indeed, from the general population.
What is different is the drastically reduced threshold
to stress and the excessive degree of reaction.
When a patient with dementia is overstressed, she

may become anxious, depressed, irritable, aggressive,
restless, regressed, paranoid, apathetic, unduly de-
pendent and so on. In other words, she manifests the
features described in the last section-but in response
to external forces. Others may then behave in such a
way, and take such steps, as themselves worsen the
situation. This is not specific to dementia: it happens
whenever people interact, whether they have diagno-
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sable psychiatric disorders or not. The problem has
been studied extensively in patients with schizophre-
nia. It has been shown in such patients that relapse is
much more likely to occur if they live in a setting
where there is a high level of expressed emotion than
in an emotionally neutral atmosphere.
The nature of these influences will be discussed in

the next section, which deals with the reactions of
other persons to people with dementia.

The person with dementia and others

The overall prevalence of dementia in those aged
65 and over, is 6-2% but the condition is seen mostly
in the very old, 22% of the over-80s being affected
(Bergmann, 1977).
The great majority of people with dementia live in

private households: Kay, Beamish and Roth (1964)
found in Newcastle-upon-Tyne that for every person
with dementia in an institution there were six living
at home. It is probable that such a distribution still
prevails, although no more recent survey in this
country has been published. At the same time,
institutions also have large numbers of old people
with dementia in them, permanently, or temporarily
or relatively temporarily. These include homes for
the elderly, geriatric hospital beds, psychiatric hospi-
tal beds or short-stay beds of most departments in
general hospitals. Large numbers of people therefore
are faced with the problems posed by dementia. Such
people can be thought of as being in social networks
connected with the person with dementia, informal
networks, as in the case of family, neighbours and
friends, or formal networks as in the case of staff of
agencies whose specific jobs are to provide help to the
disabled.

People in those networks all have feelings and
opinions about the care of the person with dementia.
For the psychiatrist, one of the rewarding aspects is
the elucidation and the handling of these and of the
management issues which arise around the (relatively
uncomplaining) patient, now to be discussed. First
the informal and then formal networks will be
considered.

Informal social network

This consists of the nuclear and the extended
family, of neighbours and friends. It usually com-
prises a relatively small group of people, with
constant or frequent direct contact, long-standing
bonds and relationships (whether satisfactory, unsat-
isfactory or mixed) and prolonged, albeit voluntary,
commitment. Such people tend to be more available
for unpredicted events than employed staff, more
familiar with the problem and not bound by the
professionalization, institutionalization and demar-
cation of roles. They do, however, lack skill and

knowledge of what is possible and available to the
patient and to themselves in caring for her. Their
problems in living with the person with dementia can
now be examined. Much of what follows applies not
only to the patient's family but also to her friends and
neighbours.
By the time she reaches old age a woman will have

formed such relationships as will largely determine
how her family and others will approach her needs
when she becomes disabled and dependent. Obvi-
ously, the better and the closer the bonds the more
help can be expected-geography, personality and
circumstances permitting. But dementia within a
family is usually a disaster and a prolonged distress
for its members, even if, through the fortunate loss of
insight, not subjectively experienced as such by the
patient herself. Naturally, reactions vary but certain
types can readily be identified (Hemsi, 1982).

Anxiety occurs most frequently. There is fear of
what the dementia will produce in the patient and of
its implications for others. Much of it is perfectly
realistic but some may be caused by ignorance of
what help is available and by a feeling of isolation in
coping with the problems, a feeling which should
become less and less justified as services are created
to help such patients and their families. Relatives are
anxious about risks-of self-neglect, wandering,
accidental fires and explosions, of undetected falls, of
inadequate diet, and of mishandling money and
property. Such anxiety may lead to an attitude of
undue protectiveness and restriction of the patient,
for the best of motives but with the consequence of
inducing distress in the patient and often frustration
in somebody who has no grasp of the problem and
this itselfmay cause the patient to become aggressive.

Depression and guilt afflict families and may lead to
a vicious circle, as inability ofthe relatives to cope may
well worsen the patient's behaviour by her becoming
irritable, restless or aggressive and this itself then
increases the burden on the family. In many ways
there is a pattern ofmourning-for the 'dead' healthy
person-and of readjustment to a new person.

Rejection and hostility may be the reaction but are
uncommon as an unalloyed pattern. Much more
frequently they are part of an ambivalent attitude to
the patient-rejection followed by guilt followed by
expiation and overcompensation. Hostility usually
betokens a poor earlier relationship, the presence of
pulls on the individual from sources other than the
patient herself or else a very chronic and unrelieved
burden. Rejection is more likely where relationships
have long been bad.

Occasionally there is denial by relatives, of the
dementia and its problems, or at any rate of its
severity. Sometimes this is associated with a mis-
placed sense of shame that the old person can have so
deteriorated, or with sublimation, for example by a
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Living with dementia

caring unmarried daughter whose whole life her
(demented) mother has become and the thought of
whose loss by death or removal from home may be
unbearable.

Families may be split by differences as to how to
handle the person with dementia, with recrimination
which can be intense and bitter in relation to
allegations of neglect of responsibilities.
A not uncommon problem is that of the devoted

relative who copes with little or no support for a long
time, possibly rejecting offers of help and then
suddenly gives up completely. In such cases a crisis
may be precipitated, with emergency admission to a
general hospital and subsequent refusal to allow the
patient home again.
The burden of care may be such that the family

may become verbally or even physically aggressive to
the patient: so-called granny-bashing. More common
than the expression of hostility to the patient is its
displacement onto 'them', usually some helping
agency such as social services departments or hospi-
tals, for failure to provide a solution to what is felt as
an intolerable problem.
The patient may then unwittingly find herself at

the centre of a maelstrom of family feelings and these
may very considerably affect her own mental state
and behaviour, usually adversely, with the induction
of distress, mostly manifesting as increased rest-
lessness and aggression. Such emotions tend to be
particularly pronounced if the patient lives with her
family and is thus with it day and night. Paradoxi-
cally there may well be fewer difficulties, even if
some increased risk, if the patient lives on her own.
Much thought needs to be given before advising that
a person with dementia move to live with others! It is
not unnatural in such situations for families to seek
solutions, ostensibly to help the patient but in reality
to help themselves, even to the detriment of the
patient herself. Friends may be in very similar
relationships with the patient as the family and so
may neighbours, although there is obviously a
greater tendency for the latter to complain about the
patient than to experience concern primarily for her.

It is those people-family, friends and neighbours
-who most experience distress and not the disabled
demented old woman herself. If one defines a patient
as someone with symptoms rather than as someone
with signs of disease, it is the members of the
informal network who are in practice the 'patients'
and they may well have to be those who are given the
most 'treatment' by psychological and social means.
It is here that professional helpers come in.

Professional networks of help-assessment, treat-
ment and management in dementia

When a patient who may have dementia, or, much

more commonly, someone else connected with her,
seeks help from a professional worker, there is often
unnecessary difficulty in obtaining it. There are
many reasons and this is not the place to consider
them all. However, one set of factors is especially
relevant, namely the indifference or even the hostility
with which the elderly in general, and those with
dementia in particular, tend to be viewed by staff in
the health and social services. That attitude in turn
stems partly from uncertainty as to what should be
done, what can be done and who is to do it. Training
rightly emphasizes the individual patient or client as
the focus of intervention but as a result it is possible
in this group to overlook the fact that a modified
approach is required. Much work, much productive
and rewarding work, is necessary for others than the
designated patient, in order indirectly to help the
patient, or at least to prevent unnecessary distress
being caused to her.
The clinical and administrative aspects of demen-

tia have been dealt with in detail elsewhere (Hemsi,
1982). Here only the essentials will be described: as
patients with dementia are seen in so many places,
notably in the wards of general hospitals, it is
important that the principles of their assessment,
treatment and management be understood well
beyond the specialist orbit.

Assessment

Assessment must be firstly of the patient and
secondly, and at least as important, of those around
the patient. It is best done at the patient's home, if
this is possible.
The problem must be elicited in ordinary language

from the patient (who may see none) and from the
others who are relevant. Perceptions of what the
difficulties are may vary considerably from infor-
mant to informant. Behaviour patterns should be
described in detail and an account of the patient's
activities over a 24-hour period obtained. This will
not only identify the general nature of the disability
and the differential diagnosis but will also pinpoint
the particular features which are really troublesome,
name the people who move around the patient (the
anatomy of her social network) and show the nature
of their interactions with, attitudes to, and worries
about the patient and one another (the psychology of
the social network). This history of the present illness
is then supplemented by a full biographical psychiat-
ric history and examination of the patient's physical
and mental state. This assessment will provide initial
answers, which may well have to be expanded or
modified later, to the following questions. (a) Who is
the problem? For example, is it the patient and her
illness or is it the attitude of another person who has
particular views of what the patient should be like,
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and what is good for her. (b) Is the patient suffering
from a psychiatric disorder? If she is, what is its
nature: functional or organic? If organic, is it acute
(and potentially treatable) or chronic? If chronic is it
focal, such as a simple memory disorder, a disorder of
language, an isolated change of personality (indica-
tive possibly of a localized lesion such as a tumour or
a haematoma), or generalized (and likely in an old
person to be due to a diffuse degenerative process)?
(c) What further investigations (if any) are needed to
clarify the nature of the disease process and what
further enquiries are necessary in order to understand
the psychodynamics within and around the patient?
(d) What are the objectives, respectively for the
patient and for others? How are they to be attained,
and by whom?
These points are embodied in the formulation

following the assessment. Such a formulation sum-
marizes the history and the examination, sets out the
problem, considers the factors leading up to it,
determines what treatment might be given and plans
care for the patient and the others who are relevant.
The formulation also sets a priority for the case in the
light of the needs of other cases and of the total
resources available.

Treatment

For practical purposes, the drug treatment of
patients with dementia is symptomatic only (Reis-
berg, Ferris and Gershon, 1981) and then largely for
symptoms such as agitation, insomnia and depres-
sion, which are not core symptoms.

Psychological approaches intended to modify par-
ticular abnormalities, such as incontinence and
disorientation, are now being actively explored (Mil-
ler, 1977) and Reality Orientation Therapy is widely
applied, especially in institutional settings. How far
these methods are effective, and how much they
improve the patient's well-being when effective, is
still uncertain and a matter for continuing research.
That they do help staff morale, by removing some of
the sense of impotence in the face of dementia, is very
likely. They are therefore to be encouraged. How-
ever, until the pathological processes leading to
dementia can be reversed or arrested, it is not to be
expected that such techniques will have a dramatic
impact upon patients.

In the view of the author, this is not as serious a
problem to patients as may appear at first sight, and
dementia is not as hopeless a therapeutic challenge as
it seems, once one thinks through what the objectives
are for the patient, on the one hand, and for others on
the other hand. It is then that it becomes clear that
much can be done to improve the quality of life of the
patients, to avoid influences which make matters
worse for the patient and to help others around her to

come to terms with the illness. In this way, they are
more likely to be willing to continue to support an old
person who may be very disabled and yet whose
suffering and distress may subjectively be slight or
even non-existent. Management in these cases means
support, for the patient and for the others involved,
and the construction of systems of support, more
difficult and more satisfying than may immediately
be obvious, is the task of professional staff.

Management in dementia

The patient's interests should be paramount ethi-
cally. A common error is to identify with normal
people around the patient, thus seeing the problem
only through their eyes and running the risk of
neglecting or even harming the patient (usually by
pressing prematurely for institutionalization) in the
course of furthering the interests of others. This can
all too easily be done under the guise of helping the
patient because there may be no clear view of what
the objectives for the patient should be.

The objectivesfor the patient

These are to relieve distress when present; to avoid
so far as possible the causation of distress; to provide
the basic necessities of life, namely shelter, food and
fluids, warmth, cleanliness, drugs for certain physical
diseases, safety and money to buy these. Standards to
be aimed for are reasonable standards and not
perfection.
As has been stated already, most patients with

dementia are not subjectively distressed and the first
objective is therefore usually attained with little or no
difficulty. It is harder to avoid inducing distress and
this can easily result from overconcern about the
lowered standards and the increased risks inherent in
the patient's condition.

The objectivesfor those supporting the patient

Because the patient is dependent upon others for
her physical survival, the objectives for those others
also have to be considered and their needs met so far
as possible. These are: to help reduce their physical
fatigue and their emotional distress; to provide
factual information; to provide practical assistance;
to provide partial relief by day care for the patient
and by intermittent admission; to have support
available in an emergency; in due course to provide
permanent residential or in-patient care.
To fulfil these objectives, it is necessary to con-

struct two support systems, one for the patient and
the other for everyone else concerned with her or
upon whom she impinges. Detailed planning and co-
ordination between agencies and between individual
workers is crucial to success, including the agreement
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of roles. In this process, probably the most important
single component is the counselling of the patient's
supporters and the handling of the psychodynamics
around the patient (Hemsi, 1982). An integral part of
the function of the specialist is to support less
experienced other professionals to deal with their
own anxieties and other feelings, often similar in type
and degree to those in the patient's informal social
network. At the end of the day, what is needed is to
provide the essentials for the patient and to enable
others to live with anxiety, risk and imperfection,
because the alternative is usually worse for the
patient or else impossible!

Conclusion

As the number of the very old increases, so will the
prevalence of dementia in the population rise. Most
people affected will continue to live outside institu-
tions, partly because there are not enough institu-
tional places and staff for them all, partly because
many will not go into institutions and partly because
institutions so often remain dehumanizing and in-
ferior to life in a personal home. And so, specialist
teams are likely to spend more and more time outside
hospitals, working with patients and their families
and with the general practitioner and social services
teams in the community. An appreciation of the
issues by other hospital staff is needed if the scale of
the problem is ever to command its proper share and
deployment of resources to ease the distress not so

much of the elderly with dementia but of the middle-
aged and young who live with or near them!
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