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SUMMARY

This exploratory study has as its background the
effects of dementia, not only on the sufferers
themselves, but also on those who love them. The end-
result of dementia may be a sufferer who is completely
unable to exist independently, unable to communicate
meaningfully, or to recognise once familiar persons.

The first area of investigation Jwas whether the
reactions experienced by caregiving relatives
constitute "Anticipatory Grief" in response to the
"loss" of the person of the dementia sufferer. The
study examined the mnature of the emotional and
behavioural reactions of caregiving relatives, the
possibility that they may emerge in some sort of
predictable stage-like sequence, and the ways in which
different types of reaction may be associated with
different characteristics of the carer, the sufferer,
or their relationship. The second main area of interest
in the study was the possibility that dementia
sufferers may become "Socially Dead". That is, that
they may in some senses be discounted as persons by
their caregiving relatives. The study examined whether
the relatives of dementia sufferers did perceive them
in a way that could be described as "socially dead",
and it investigated variables associated with the
social death of dementia sufferers. The third main area
within the study was to investigate the impact which
carer "anticipatory grief" and sufferer "social death"
might have on carer well-being and their preference for
institutional care for the sufferer.

The study derived its data from semi-structured
interviews with 100 relatives of patients with a
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primary diagnosis of dementia. At the time of the
interview, the dementia sufferer lived with the carer
in 61 cases, in their own home in 16 cases, and in
long-term institutional <care in 23 cases. The
interviews were based on a "Carers' Questionnaire"
which had evolved via preliminary unstructured
exploratory interviews with carers, followed by a pilot
study employing an initial draft of the questionnaire.

The study demonstrated that caregiving relatives
generally acknowledged dementia to be,an illness which
would result in continued deterioration and death in
the sufferer; that is, as a terminal illness, bringing
both current and future losses.

The emotional and behavioural reactions which previous
studies Thave labelled T"anticipatory grief" were
experienced - to varying degrees - by the caregiving
relatives of dementia sufferers. While partly simply a
response to the burdens of the caregiving situation,
they could also be attributed in part as the response
to the loss of the person of the dementia sufferer. The
majority of carers believed they had experienced grief,
and the underlying structure of their reactions was
similar to that of conventional grief. The results of
the study showed that taken as whole, there was
considerable stability in the emotional and behavioural
reactions of the caregiving relatives of dementia
sufferers over time. Against this background, there was
a sub-group of approximately one-third of the sample of
carers whose shock, or disbelief, or hope was greater
earlier on in the process of their relatives' dementia,
and whose acceptance of the illness and the future had
increased over time. There was, however, no evidence of
a phasic emergence of a variety of discrete stages in
the carers' reactions, mnor of an end-point of
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resolution or acceptance. The different components of
the emotional and behavioural reactions of caregiving
relatives were associated with different caregiver and
sufferer characteristics. Initial shock was associated
with learning the diagnosis and prognosis suddenly.
Current carer shock, denial or hope were associated
with sufferers who were younger, were spouses oOr
siblings, and were demanding, with carers who were
older, and with less time since onset of the dementia.
Protest, questioning and guilt were more likely in
younger carers, those who perceived dementia as a
horrible/worst illness, and those reporting a poor
relationship with the sufferer. Reactions of yearning
or preoccupation were more 1likely in carers who
perceived dementia as a horrible/worst illness, and who
were not helped by a religious or other belief. Carer
depression was associated with demanding sufferer
behaviour, perceiving dementia as a horrible/worst
illness, and reporting a poor relationship with the
sufferer. Finally, carer acceptance was more likely
when they perceived dementia as the consequence of
aging or as just an illness, and when they had greater
general knowledge regarding dementia.

While not 1labelling it as such, some carers did
perceive their dementing relative in terms which could
be regarded as "socially dead". Three factors comprised
the underlying structure of social death. Factor One,
"Anticipate Death", relating to thinking in a variety
of ways about the sufferer's death, had occurred for
between half and three-quarters of the sample.
"Anticipate Death" was associated with variables
suggesting that the dementia sufferer had 1lived too
long, and that the carer was fed up (angry or
depressed) with the situation. Factor Two, "“Life
Pointless", relating to elements of social death such
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as believing that the sufferer's death would be a
blessing, had occurred - to varying degrees - for at
least half the sample. This was the only social death
factor to be associated with a carer's belief that they
had experienced grief. It was also related to a lack of
carer hope or bargaining behaviours (perhaps
representing the acceptance of the inevitability of the
sufferer's decline), with increased sufferer
dependency, with the carer's perception of dementia as
a horrible/worst illness, and their reporting a poor
relationship with the sufferer. Socjal Death Factor
Three, "Sufferer Unaware", relating to sufferer lack of
awareness of, and response to, their environment, was
endorsed by the vast majority of the caregiver sample.
It was associated with increased impairment in the
sufferer (perhaps representing "loss of the person".)

Those carer emotional and behavioural reactions most
clearly representing distress were associated with
increased subjective burden. Belief that they had
experienced grief was associated with a reduction in a
carer's perceived coping ability. None of the social
death factors was linked to carer subjective burden or
coping. Finally, with regard to institutionalisation,
there was no evidence that placement in long-term care
triggered either the social death of dementia sufferers
or anticipatory grief 1in their relatives. Among
community carers, preference for institutional care was
not directly related to any of the anticipatory grief
reactions. It was, however, associated with social
death factor "Life Pointless". This suggests that if a
carer perceives the continuation of their dementing
relative's 1life as meaningless, then the removal of the
physical presence of the sufferer to institutional care
may be more acceptable, or even welcomed.
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CHAPTER ONE

PREAMBLE

«eo I'm president of the Alzheimer's Disease
Society, and when I talk to public meetings about it
I talk about it as an uncollected corpse; there is
this terrible thing which is walking around which
the undertaker has cruelly forgotten to collect.”

["Goodbye to All This", Jonathan Miller in
conversation, Independent on Sunday Review,
15.4.90.] A

How 1is dementia, or the diseases which cause it,
generally perceived? The answer is conveyed in the
following headlines: "Death of a Mind: A Study in
Disintegration" [Anonymous, 1950]; "A Never-Ending
Funeral: One Family's Struggle"” [Glaze, 1982]; "Slow,
Steady and Heartbreaking" [Wallis, 1983]; "Alzheimer's:
Slow Death in Dickensian Squalor" [Forster, 1989]; "My
Husband the Stranger" [Forsythe, 1990].

The dementias are thus perceived as relentless diseases
with nightmare results not only for the sufferers but
also for those who love them. While the progression is
generally slow, sufferers who reach the stage of very
severe dementia become completely wunable to exist
independently, needing others to do their feeding and
watering, their bathing, toiletting and mopping-up,
even their moving. They are generally wunable to
communicate meaningfully or to recognise once familiar
persons. Coupled with this picture are the statistics
which testify to the rising numbers of dementia
sufferers. The condition 1is generally described 1in
"epidemic" proportions.



Media or non-academic attention is usually focussed on
the end-results of dementia. Glaze [1982] describes her
husband, once a 1loving, gentle man, as "no 1longer
there", and herself as physically and emotionally
exhausted: "We have already lost a loved one in this
slow devastating process that diminishes one to a shell
that simply breathes" [p.52]. "Pain and incapacity and
disfigurement can be faced with fortitude, but the
sight of a disease which seems to rot the self is hard
to bear" [Anonymous, 1950, p.1014]. Wallis [1983]
refers to the "haunting sense of loss" felt by family
members, although the person is still with them in
body. Forster [1989] speaks of her mother-in-law as
having been dying for five years, the time since she
was diagnosed as having Alzheimer's disease. This
elderly patient lived in "the twilight world" of the
National Health Service. On her ward were "six women
sitting so still you might think they were corpses but,
alas, they are not". They are "wrecks of human beings",
often not recognising their relative: "someone there
but not there". Forsythe's [1990] husband looked "like
a living corpse". During the long car journey to a
private nursing home she frequently checked to make
sure he was still breathing. Turner [1979] reports
staff in an old people's home as referring to a room
full of people with severe dementia as "the babies'
room”, and walking through it as if it was empty of
people.

What are the effects of this slow, "living death" on
relatives? They may be burdened not only with the
physical aspects of caring for the dementia sufferer,
but also by the emotional effects of seeing the person
they love becoming increasingly incapacitated. Family
reactions to this loss have been described in terms of
grief. Glaze [1982] says "I can tell you that it is
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like a funeral that never ends"”. The relative of one
dementia sufferer is quoted by Wallis [1983] as saying
"It's not guilt I feel, it's heartbreak"”. One of the
carers who appeared in the Channel 4 TV documentary
programme "Thief in the Night" [March 1990] said "I try
to put a smile on my face because I think people don't
want to listen to you moan ... no-one sees me going to
bed at night with my tears, I keep that to myself".
Forsythe [1990] describes herself as using the time
shortly before her husband's death (when she fed him,
dressed him, or just sat holding his*hand) in order to

sort out her own confused feelings.

This is the area of the present study. It focuses on
the emotional and ©behavioural reactions of the
relatives of dementia sufferers in response to the
actual or anticipated stage of a person who is "there
but not there". The study investigates firstly whether
the reactions experienced by caregiving relatives are
those of grief in response to the "loss" of the person
of the dementia sufferer. The study examines the nature
of these reactions, the possibility that they emerge in
some sort of predictable stage-like sequence, and the
ways in which different types of reaction may be
associated with different characteristics of the carer
or the dementia sufferer. The second main concern of
the present study is the possibility that dementia
sufferers may become "socially dead"; that is, that
they may in some senses be discounted as people by
their caregiving relatives or by others. Variables
associated with the social death of dementia sufferers
are investigated. The final area of interest within the
present study is the relationship which carer reactions
and sufferer social death may have with carer well-
being or burden and preference for institutional care.



The thesis is in three sections. The introductory first
section consists of a review of the hack%ground
literature and closes with a list of the aims of the
study. The Tliterature review 1is exceptionally 1long
bacause it brings together diverse areas, only one of
which, to the author's Yknowledge has hitherto heen
reviewed. The second section of the thesis describes
the administration of a questionnaire to the relatives
of dementia sufferers, and the analysis of the data
which emerged. The final section 1is the longest,

presenting and discussing the results of the study.

With regard to the 1introductory first part, the
background literature review is divided into a number
of differ=ant sections, each of which forms the hasis
for a separate chantar. These chapters covar the topics
of "The Caregivers of Dementia Sufferers”, "Grief",
"Anticipatory Grief", Social Death", and finally,
"Social death of Dementia Sufferers and Anticipatory
Grief in their Relatives". It may appear to the reader
of this first part that there are certain topics which
need not have bheen discussad. For examole, why labour
the questions of grief and anticipatory gri=f as stage-
like process2s? Why discuss whether religious beliefs
or practices have a mitigating effect on grief? The
reason should become clear with further reading: issues
which may initially appear irrelevant are taken up and

discussed again in later sections of the thesis.



CHAPTER TWO

DEMENTIA: SYNDROME, SUFFERERS AND CAREGIVERS

"The sixth age shifts

Into the lean and slipper'd pantaloon,

With spectacles on nose and pouch on-side,

His youthful hose well sav'd a world too wide

For his shrunk shank; and his big manly voice,
Turning again towards childish treble, pipes

And whistles in his sound. Last scene of all,

That ends this strange eventful higtory,

Is second childishness, and mere oblivion,

Sans teeth, sans eyes, sans taste, sans everything."”

[Shakespeare, "As You Like It", II.vii.]

I. INTRODUCTION

The subject of dementia has received 1increasing
interest over the past 20 or so years, as evidenced by
the amount of available literature on the topic, not
only within the academic field, but also within the
more popular media. Discussions or documentaries which
touch on the issue, particularly with regard to the
family caregivers of dementia sufferers are now not
uncommon on the radio or television, and within the
academic literature a recent article was entitled "Do
we need another ‘'stress and caregiving' study?" [Zarit,
1989]. This growing interest reflects not only the
increasing numbers of people with dementia (and by
implication, also the increasing numbers of their
family caregivers), but also an increasing awareness of
the problems which these carers face, most pertinent in
the current climate of community care.



This chapter will focus upon the effects of dementia on
the caregiver ("the hidden patients" [Fengler and
Goodrich, 1979]) rather than the sufferer. It is
divided into several sections. First, an introduction
to the syndrome of dementia, which describes its
clinical features, its most common causes, its
prevalence, and those factors which have been suggested
might influence its onset. This 1is followed by a
section which examines the characteristics of the
caregivers of dementia sufferers. The third section
examines the objective problems faced.by these carers,
after which studies of their subjective burden (well-
being) are reviewed. The fifth section links these two
areas together with a presentation of the way in which
the various different objective problems are related to
amount of carer subjective burden. Finally, the factors
which have been suggested might contribute to a break-
down of community caregiving and the subsequent
institutionalisation of the dementia sufferer are
reviewed.

II. THE SYNDROME OF DEMENTIA

1. What is Dementia?

dementia - n. a state of serious emotional and
mental deterioration, of organic or
functional origin. (C19: from Latin:
madness; see DEMENT)

[Collins English Dictionary, Hanks, Long and Urdang

(Eds.), 1979]

"Dementia” 1is a word which the majority of the
population would probably feel able to discuss - their
definitions focussing around the notions of increasing

forgetfulness, madness, becoming "senile" or



"wandered", and associated with old age. They would not
be far from the truth, although "dementia" covers a
wide range of disorders, has more wide-ranging effects,

and affects a wider age range than is commonly assumed.

Gilleard [1984] describes the clinical manifestations
of dementia under the following three headings:

COGNITIVE CHANGES:

The most obvious failure, and often the first to be
noticed, is memory failure, particularly the loss of
ability with recent information. This probably results
from deficits in both the storage and retrieval of
information. Jolley [1981] notes that (contrary to
popular belief) recall from distant memory stores is
also faulty. Numerous secondary problems arise from
this increasing memory failure, including
disorientation, forgetting what one is doing, lack of
purpose or initiative, distractibility and
repetitiveness. In addition, there is a reduction in
more general intellectual performance, most
particularly in those areas which require the
development of new knowledge and problem solving
strategies, as opposed to the application of existing
knowledge and strategies. Some people with dementia
also suffer from "focal" cognitive deficits, for
example, problems in spatial and bodily orientation, or
in expressive speech and writing.

EMOTIONAL CHANGES:

Gilleard notes that depression or anxiety 1is not
uncommon, particularly early on in the process of
dementia. Such disorders may be viewed as the emotional
reaction to the recognition of forgetfulness and
inability to perform everyday tasks as easily as
previously. He also describes the "catastrophic
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reaction" characterized by extreme anxiety and
agitation which can occur in some people in the face of
a failure of competence. Emotional 1lability is also
seen quite frequently in people with dementia. The
opposite side of the coin to all this is the apparent
emotional indifference and apathy exhibited by some
people with dementia; the "frontal 1lobe syndrome".
Jolley [1981] writes of a persistence of the mood which
has prevailed throughout life, but with 1less
flexibility; for example, the timid become fearful, or
the miserable crabby. This is often eharacterized by
the, on the face of it, peculiar description of people
with dementia as having become "more like themselves".

BEHAVIOURAL CHANGES:

This dis the final group of changes mentioned by
Gilleard. Obviously the cognitive and emotional
deficits will have a number of behavioural results for
the person with dementia, accounting for problems such
as becoming lost in unfamiliar surroundings, burning
the pots, flooding the bathroom, not bothering with the
garden, and so on. However, there are several other
behaviours which often cause considerable problems for
persons with dementia and/or their carers, and whose
development, as Gilleard points out, seems to bear no
relationship to degree of dementia. These are wandering
and restlessness, incontinence, and aggression and
hostility. Levin, Sinclair and Gorbach [1984] also
discuss this lack of association between the level of
dementia in the sufferer and some of the behaviours
which supporters find particularly difficult to cope
with.

Dementia is a progressive illness. The initial

presentation is usually one of forgetfulness with its
associated problems but often also with preserved
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social skills and ability to cope independently with
daily 1life so long as there is no disruption to long-
established routine. Gradually  Thowever, cognitive
deficits and confusion become obvious to the observer -
although the sufferer may experience a progressive lack
of insight. This is despite clear disorientation, gaps
in knowledge of past and present life experiences and
inability to perform tasks such as dressing, cooking,
or organised shopping trips with complete independence.
Finally, impairment is such as to render independent
existence impossible, with lack of awareness of
surroundings and often also of previously familiar
persons, inability to perform basic self care tasks,
grossly impaired communication abilities and frequent
personality changes.

Despite the unremitting decline which characterizes
dementia, the term will not be found on death
certificates. Robertson and Kennedy [1983] outline the
usual fatal course, "as the patient becomes more
helpless she 1is prey to infection, particularly
bronchopneumonia, which is the commonest cause of

death" [p.261].

2. Types of Dementia

So far, "dementia" has been described as though it is a
single disease process. In fact, as is well known, this
is not the case. "Dementia" is a general clinical
syndrome resulting from a number of different causes.
This can make for some confusion among the uninitiated
as they read the literature, particularly as a result
of the frequent interchange of the terms "Alzheimer's
Disease" and "Senile Dementia", and "Dementia" and
"Senile Dementia". A brief description of the most
frequent causes of dementia will now be presented.



Alzheimer's Disease was first described in 1907 by the

German physician who gave his name to the disorder. At
autopsy of a woman who had died of dementia at an early
age, he discovered the now characteristic pathological
forms of brain atrophy associated with the disease;
neurdofibrillary tangles (spaghetti-like jumbles of
abnormal protein fibres) and plaques (patches of
degenerated nerve endings). [Butler and Emr, 1982]

Senile Dementia is defined by Gruenberg [1978] as "a

particular clinical syndrome characterized by
unremitting progressive deterioration of cognitive
functioning and ability for self care not attributable
to progressive brain disease other than senile brain
disease" [p.437]. This gradual progressive 1loss of
cognitive and personality function in elderly persons
is a disorder which has been recognised for a very long
time: "Literary descriptions of the decay of the mind
in senility can be found from early times and certainly
are clearly described in the works of Shakespeare and
Swift" [Bergmann, 1969, p.727]. In fact, the myth that
"senility" is the 1lot of all elderly people still
prevails in some areas, particularly among the elderly
themselves, who often expect to become forgetful with
increasing age. The distinctive senile plaques and
neurofibrillary tangles which have been described in
Alzheimer's disease are also found in a large
proportion of cases of senile dementia. This, as
Gruenberg [1978] points out, has led to the following
question: "Are Alzheimer's disease and senile dementia
the same disorder but starting at different ages?" For
this reason, senile dementia 1is often now termed
"Senile Dementia of the Alzheimer's Type" [SDAT]. A
further complicating factor is that the "pathological"
histological changes of Alzheimer's/Senile Dementia are

also found in the normal elderly brain, although as
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Butler and Emr [1982] point out, research has
demonstrated a much greater loss of large neurons in
the cerebral cortex of SDAT sufferers than in the
normal aged cortex.

Multi-Infarct Dementia (Arteriosclerotic Dementia) is

the term used to describe dementia associated with
arteriosclerosis of cerebral vessels and multiple
(usually "mini") infarcts in a person who is usually
also suffering from hypertension. Because of its
different causation, multi-infarct déhentia usually has
a somewhat different clinical course to SDAT, being
characterized by a stepwise deterioration of function
and often also focal neurological signs, caused by the
successive infarcts. "In this condition fair sized
chunks of brain tissue may be killed off, leaving the
rest of the otherwise normal brain to compensate as
best it may" [Jolley, 1981, p.77].

These diseases are by far the most common causes of
dementia. Katzman [1982] quotes the following figures
to account for the production of dementia: Alzheimer
(ie. Alzheimer's disease plus SDAT), 54%; multi-infarct
dementia, 12%; Alzheimer plus multi-infarct, 12%. There
are a wide variety of other, much rarer causes of
dementia. These include other degenerative diseases of
the brain such as Huntington's Chorea, Parkinson's
Disease, and Pick's Disease; the results of alcoholism
(Korsakoff's Psychosis); infections such as
Creutzfeldt-Jakob Disease; and some potentially
treatable disorders, for example, drug toxicity.
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3. What is the Prevalence of Dementia?

Ineichen [1987] refers to the fact that despite the
long standing acknowledgement of dementia as a
disorder, there are still a number of problems which
make it difficult to count the number of dementia
sufferers. These can be detailed as follows.

(1) The fact that there is no universally agreed
criterion for what constitutes a case (and as Pollit,
0'Connor and Anderson [1989] point out, this will be
particularly difficult at the beginnings of dementia,
the ‘"grey area" where normal and abnormal aging
overlap).

(2) Since dementia is age-related any demographic
changes will influence the measurement of prevalence.
(3) Studies of prevalence often have doubt ful
methodology, for example, measuring only those in
receipt of those services, or employing an inadequate
sample size.

(4) Since dementia may be influenced by sociocultural
factors, any variation in these may influence the

measurement of prevalence.

Following a review of numerous studies Ineichen
suggests "a simple rule of thumb" for the prevalence of
dementia, namely 1% of people aged 65-74 and 10% of
those aged 75 or over. If we take the estimates of
population change in Britain between 1961 and 2001
[0.P.C.S. 1983, cited by Gilleard, 1984] it is possible
to calculate figures for the prevalence of dementia in
Britain, based on Ineichen's estimates. (See Figure
2.1, over page.)

It is this increase in the numbers of people suffering

from dementia which has led a number of authors to
describe the syndrome in epidemic terms, for example,
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Table 2.1
Estimated Prevalence of Dementia in Britain 1961-2001

Total number Estimated number Increase in

of people of people number with
with dementia dementia
1961 2001 1961 2001 1961 - 2001
Age (yrs)
65 - 74 4 ,0m 4.5m 40,000 45,000 5,000
Age (yrs)
75 + 2.1m 3.7m 210,000 370,000 160,000
TOTAL 6.1lm 8.2m 250,000 415,000 165,000

A
"the rising tide" [Ineichen, 19871, and "The
frightening statistics of psychogeriatric practice are
well known" [Argyle, Jestice and Brook, 1985, p.355].

4, What Factors Might Influence the Onset of SDAT?

To answer this question would also allow us to decide
which  group(s) of people are at most risk.
Unfortunately, in the case of SDAT, neither of these
questions has an easy answer. In contrast, the
association of multi-infarct dementia with hypertension
means that some causal factors (for example, smoking)
can be identified. The influence of the following
factors on SDAT has been examined in reviews by
Bergmann [1969], Gilhooly and Birren [1986] and
Ineichen [1987].

AGE:

There is a well established, clear and positive
relationship between both the prevalence and the
incidence of dementia with age.

GENDER:
The evidence for one or other sex as having a greater
risk for dementia is not clear cut. Although all
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studies indicate greater overall numbers of female
dementia sufferers, the consensus seems to be that this
is entirely because women live longer than men on
average, and so have more chance of succumbing to
dementia.

SOCIOECONOMIC FACTORS:

The evidence is largely lacking, and is complicated by
the fact that if psychological tests are used to assess
dementia their results may be confounded by factors
such as the amount of education, *class, or race.
Similarly, the fact that social isolation is associated
with dementia does not allow us to implicate social
isolation as a causal factor for the onset of dementia
- the relationship may be in the reverse direction.

GENETIC FACTORS:

Early studies which found the morbidity risk for senile
dementia to be greatly increased in the first degree
relatives of persons with the disease have more
recently been criticised with regard to methodology.
Despite this, there are some suggestions for an
increased risk in the relatives of persons with early

onset (under 65 years) Alzheimer's disease.

PERSONALITY OR LIFE EVENT FACTORS:

Once again, this is an area for which evidence 1is
lacking, since early studies which might Thave
demonstrated a relationship between factors such as
life crises, social isolation, or obsessional
personality have been criticised on the basis that
their data on such factors was gathered
retrospectively. As such, they may have resulted from
the recognised early stages of the dementia itself.
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5. How Long do Dementia Patients Live?

All reviews note the rarity of studies which examine
the survival times of individuals suffering from
dementia [Gilleard, 1984; Gilhooly and Birren, 1986;
Ineichen, 1987]. In addition, there are problems with
dating the start of dementia because its onset is
generally so insidious, and so may not be recognized
initially by those close to the patient.

There is evidence that people with dementia live longer
now than they would have done in the past. For example,
Gruenberg [1978] refers to data collected between 1947
and 1967 in the Lundby population in southern Sweden.
This shows that whereas until about 1949 episodes of
senile dementia 1lasted 1less than three years on
average, episodes beginning after that date had a much
longer duration, and indeed, some of the cases present
in 1957 were still alive 10 years later. He attributes
this extension to 1life to the reduction in fatal
infections, particularly pneumonia, in this group.

Despite this, the majority of studies and reviews note
an association between dementia and premature death. It
would thus be correct to regard dementia as a "terminal
illness". For example, Bergmann [1969] cites a study by
Kay [1962] which demonstrated significant reductions in
survival time for people with dementia as compared with
the mean expectation of 1life among the general
population. Jolley describes one of the features of
dementia as "progressive deterioration to early death"
[1981, p.75]. He notes that this has been demonstrated
in both hospital patients and community studies.
Robertson and Kennedy [1983] speak of the relentless
decline of dementia towards helplessness and death,
most commonly due to infection, particularly pneumonia.
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There is evidence that in comparison with mean 1life
expectancy, later-onset dementia is associated with a
lower mortality rate. "In other words, excess mortality
associated with dementia decreases with age" [Gilhooly
and Birren, 1986, p.4]. Ineichen [1987] indicates a
number of studies which demonstrate that although
increased mortality is associated with early onset of
dementia, this is not the case for onset over 80 years
of age.

Gilleard [1984] also notes that enhanced mortality,
relative to expected survival, decreases with
increasing age of onset of the dementia. He follows
this with data which suggests that once an elderly
person develops dementia, his or her relatives have on
average about 6 or 8 years of coping with ever-
increasing problems, and that "such extended caregiving
may involve a gradually increasing burden for family
members that may extend beyond their limits to maintain
care over such a prolonged period" [p.44]. It is these
family caregivers who form the focus of the next
section of this chapter.

IIT, WHO CARES FOR THE DEMENTIA SUFFERERS?

Possibly the recent media interest in what is generally
portrayed as the plight of dementia sufferers and their
family supporters 1is going some way to dispel any
public myth of family neglect of elders. Professionals
have been aware of the evidence which dispels the myth
of family neglect for many years. Over 20 years ago,
Grad and Sainsbury [1968] described the "currently
favoured practice of community care". In the U.K. in
1970 the estimated number of people with dementia

living in the community far exceeded the total number
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of elderly in institutional care, not all of whom would
have had dementia [Bergann, Foster, and Justice et. al,
1978]. Gilleard [1984] cites Kay and Bergmann [1980] as
suggesting that between one fifth and one quarter of
the moderately and severely demented are 1living in
institutional care in the U.K.

What, then of all the people with mild cases of
dementia, and the remaining 75-80% of moderately and
severely demented in the U.K.?
A

Bergmann, Foster and Justice et. al. [1978] found that
from a sample of 83 consecutive patients with organic
mental disorder studied on their first admission to a
psychiatric day hospital assessment wunit, 34% were
living alone (which does not necessarily mean they were
without some degree of family support), 23% with their
spouse, 29% with relatives, and 14% in residential
care. Eliminating those who came from residential care
this gives statistics from the community sample of 397%
living alone, 27% with their spouse, and 34% with
relatives. Unfortunately this may well not represent
the distribution of people with dementia in the
community, since day hospital referral may be prompted
by factors such as living alone which would then be
over-represented in the sample - and in fact the
conclusion of this study was that family support was
the most important factor in maintaining a dementia
sufferer outwith an institution. In their study of the
supporters of confused elderly persons at home, Levin,
Sinclair and Gorbach [1984] found 41% of these
supporters were spouses and 44% were children, and in
the majority of cases where sufferer and supporter
lived together, this relationship was extremely long-
standing.
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Thus we have the situation where the bulk of care given
to people with dementia is provided by the "informal"
support system of family and friends as opposed to the
"formal" institutions of hospital, 1local authority,
private and voluntary long-term, respite and day care.
Cicerelli [1986] presents a series of arguments which
favour this situation. Firstly, the influence which
cultural tradition exerts on the family to provide the
care-giving function for its members. Secondly, the
strong motivating factor provided by affection and
bonds of attachment within the family. Thirdly, the
family may be the only practical alternative if formal
services are unavailable or prohibitively expensive.
Fourthly, certainly until the very 1late stages of
dementia the family can probably provide the highest
quality of care. Finally, as a result, families do tend
to assume the care-giving role fairly readily. Jolley
[1981] adds another feature which favours family
caregiving, particularly for spouses, namely that the
slow progression of dementia allows the spouse to
gradually accommodate to the escalating demands of the
sufferer. Whittick [1987] also adds the suspicion and
distaste with which the alternative of
institutionalisation is viewed by family caregivers,
and in addition the sense of duty or reciprocity felt
by many carers - in other words, that they married "for
better or for worse", or that the sufferer cared for
them at some point in the past thus it is only fair
that they now care for the sufferer. This traditional
acceptance of the care-giving role continues despite
recent changes in family characteristics (for example,
increased geographic mobility, smaller family size,
fewer unmarried children, and increased participation
of women in the work force) which might be assumed to
make taking on such a role more difficult [Archbold,
19817,
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Scott, Roberto and Hutton [1986] have stated that for
every one person who suffers from Alzheimer's disease
there are many other persons in the individual's social
network who are affected. However, their own study of
23 primary caregivers of Alzheimer patients
demonstrated that the major tasks of caregiving were
the primary caregiver's responsibility, while the rest
of the family gave very 1little support, either
financial or physical. In line with this, the majority
of writers agree that there is usually only one person
who assumes the real burden of care. ¥For example, in a
discussion of child carers: "There is consensus in the
literature that one member usually assumes the role of
primary caregiver and provides the bulk of help given
to the parent" [Brody, Hoffman, and Kleban et. al.,
1989, p.530]. Jones and Arie [1982] also describe the
common phenomenon of one or two family members
providing the care while other relatives stand on the
sidelines and make <criticisms of the <care being

provided.

Archbold [1981], Cohen [1983], and Whittick [1987]
point out that as with any group of carers, by far the
majority of the informal caregivers of dementia
sufferers are women. Whittick suggests a number of
reasons why this might be the case. First, the belief
that women adopt the caring role more naturally and
traditionally are the "homemakers". Second, the
possibility that women feel stronger kinship ties and
are emotionally closer to their relatives. Third, on a
practical level, there is usually less financial 1loss
if it is the female member of a couple who gives up her
job in order to care for a relative. Tobin and Kulys
[1981] paint the wusual caregiving scenario: "The
spouse, particularly the wife because women outlive
men, 1s the ©primary caregiver to the impaired.
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Daughters are expected to assume responsibility for
mothers, but elderly women are the caregivers for
ailing husbands" [p.l1l46]. An additional f£finding of
relevance here is that elderly females may look after
their dementing husbands for longer than men look after
their dementing wives [Bergmann, Foster, and Justice
et. al., 1978].

Several writers also point out another feature of the
family caregivers of dementia sufferers, namely their
age. Since dementia is primarily a disease of the "old-
0ld", any spouse caregiver is also likely to be "old-
old", and a great many child caregivers are "young-
0ld". Levin, Sinclair and Gorbach [1984] found the
average age of supporters to the confused elderly at
home (ie. spouses and children taken together) as 61
years. Cohen [1983] points out that as a result even
the "young-old" child supporters are likely to be
coping with their own aging process, including the
possibility of deteriorating physical health, loss of
financial resources and changing roles.

IV, OBJECTIVE BURDEN - PROBLEMS FACED BY THE FAMILY
CAREGIVERS OF DEMENTIA SUFFERERS

Two aspects to the burden which may fall on the family
carers of dementia sufferers can be distinguished.
These are the "objective" burden and the "subjective"”
burden. The former refers to those factors which would
be apparent to an observer, such as the behavioural
changes of the dementia sufferer, changes in the
caregiver's daily routine, health, or status, or
financial loss. The latter is the extent to which the
relatives feel they carry a burden; that is, their
emotional reactions [Fadden, Bebbington and Kuipers,
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1987; Morris, Morris and Britton, 1988j]. This section
will examine those factors which might constitute a
caregiver's objective burden. These include the
behaviour of the dementia sufferer, changes in
caregiver role or lifestyle, caregiver financial and
physical health burdens. The following two sections
will discuss their subjective burden, together with
those factors which have been found to influence the
degree of subjective burden.

1. Behaviour of the Dementia Sufferer

The most obvious problem faced by family caregivers is
that of the behavioural changes or disturbances of the
sufferer. A number of studies have examined these
behaviours and these will now be reviewed. It should be
noted that at this stage the focus is simply on the
presence of certain behaviours and not on which of
these behaviours might be particularly stressful for
caregivers. That 1is an area which will be examined
later.

Machin [1980] interviewed 47 supporters of dependant
elderly people who had been admitted for holiday
relief. She wused the Shortened Stockton Geriatric
Rating Scale to assess the elderly person's dependency
level and behavioural characteristics. Her sample was
not limited exclusively to the families of dementia
sufferers. The commonest problems were the inability to
leave home unaided, inability to walk, and inability to
dress. Bizarre or difficult behaviours (for example,

hoarding meaningless items) were not common.
In order to determine the impact of dementia on the

family, Rabins, Mace and Lucas [1982] interviewed the
primary caregivers of 55 patients suffering from
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(irréversible) dementia, Their results demonstrated
both the large number of problems which families can
face in relation to the patient's behaviour and mood
(22 different main problems were identified) and the
differences between individual patients and families (3
families denied having any problems). Over 50% of
families reported the occurrence of the following
problems (in descending order of frequency): memory
disturbance, catastrophic reactions, demanding/critical
behaviour, night waking, hiding things, communication
difficulties, suspiciousness, making accusations,
requiring assistance at mealtimes, daytime wandering,
and requiring assistance with bathing. The authors go
on to discuss the limitations to this study, which they
believe might have 1led to an over-reporting of
problems in their group of caregivers. Firstly, the
interviewed families were already seeking medical help
and thus might have been experiencing more problems
than those who do not seek help. Secondly, their use of
a standardized structured interview may have elicited
more complaints than would have resulted spontaneously.

Gilleard [1984] reports on the development of a 34-item
Problem Checklist which would allow the supporters of
the elderly mentally infirm to indicate both the
frequency of occurrence of a deficit or disturbing
behaviour and also its perceived severity. This system
was devised because it had become apparent that many
supporters distinguished between noticing  their
dependant's disabilities and reporting them as
problems. Over a series of studies of the occurrence of
"problem” behaviours the following were consistently
endorsed by over 50% of supporters (in descending order
of frequency): sits around doing nothing, unable to
occupy self doing useful things, forgets things that
have happened, not safe outside alone, unsteady on
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feet, unable to read newspapers and magazines, disrupts
personal/social 1life, wunable to hold a sensible
conversation, unable to take part in family
conversation, unable to follow TV or radio, unable to
dress without help, demands attention, no interest in
news of friends or family, unable to wash without help,
always asking questions, careless about own appearance,
temper outbursts, cannot be left alone for even one
hour, falling, no concern for personal hygiene, unable
to manage stairs, unable to walk outside the house, and
wanders about the house at night?! Gilleard also
discusses the use of a checklist to report disabilities
rather than relying on spontaneous suggestions from
supporters. Checklists will result in the production of
a more lengthy problem list because unless a supporter
regards a particular behaviour or disability as an
actual problem they are unlikely to report it
spontaneously. Thus problem checklists are more likely
to result in the objective recording of disabilities
whereas spontaneous suggestions will result in a
subjective report.

Argyle, Jestice and Brook [1985] studied the main
supporters of 62 patients who had been admitted to a
psychogeriatric ward because their relatives could no
longer cope at home. They were given a structured
interview covering problems in three areas: the
patient's behaviour or limitations; the relative's own
problems; the relative's social problems associated
with the patient's care. They found a high number of
problems were reported, with the patient's behavioural
problems most prominent. The commonest problems tended
to be of the "simple nursing" type, for example,
requiring help with dressing or washing.
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In the most recent study available, O'Connor, Pollitt,
and Roth et. al. [1989] present the problems reported
by relatives in a community study of dementia in
Cambridge. They used Gilleard's [1984] Problem
Checklist and grouped the items into three categories,
namely, physical dependency, disturbed behaviour and
forgetfulness-inertia. They found that for moderately
and severely demented people physical dependency and
forgetfulness-inertia problems occurred relatively
commonly, while disturbed behaviours (apart from
demanding attention, temper outbursts and disruption of
supporters' lives) were relatively infrequent. Mildly
demented elderly people exhibited relatively few
problem behaviours in comparison, and were broadly
similar to a control group of cognitively intact
elderly people.

2. Changes in Caregiver Role or Lifestyle

As Zarit [1982] points out, a dementing illness causes
a gradual shift in tasks from the patient to the
caregiver. We can assume that the result of this will
also be a gradual change in that caregiver's role and
life-style. Cicerelli [1986] refers to the fact that
this will be more difficult the greater the degree of
role change involved; for example, as a spouse takes
over unfamiliar gender-specific roles or an adult child
takes over former parent roles.

In their study of the impact of dementia on the family,
Rabins, Mace and Lucas [1982] found that 29% of primary
caregivers cited "difficulty assuming new roles and
responsibilities” as a problem. O'Connor, Pollitt and
Roth et. al. [1989] felt both that women carers in
their study took on the role of "nurse" earlier than
husbands and that they were expected to do so by their
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husbands. However, husband carers, who were more likely
to be taking on novel tasks around the home and
revolving around the physical care of their dementing
wives, seemed to enjoy their work and took pride in
their new accomplishments. In contrast, wives tended to
view caring for their husbands as "an unremitting
trial” [p.l5]. Boutselis [1983] cites a study by
Johnson [1983] as finding that in general, children are
more negatively affected by the experience of
caregiving, with the implication that this results from
the different expectations and norms for children

versus spouses.

Having the responsibility for a person with moderate or
severe dementia can be 1incredibly time consuming.
Gilhooly [1990] describes most caregiving tasks as
involving "surveillance". Gilleard [1984] presents the
results of those "Edinburgh" research studies which
have employed the Problem Checklist with informal
caregivers looking after dementia patients. The item
"Cannot be left alone for even one hour" came "nearest
to being universally described as a problem by
supporters" [p.71]. Problem items which presented the
greatest difficulties to supporters were the need for
constant supervision, proneness to falls, incontinence,
night time wandering, and the inability of the dementia
sufferers to occupy themselves.,

Such problems will most certainly disrupt the previous
routine or life-style of a caregiver, and the following
studies give some indication of the extent to which
this is the case. Grad and Sainsbury [1968] examined
the effects of a large number of mentally ill patients
(not limited to dementia sufferers) on their families
by sampling the families of approximately one in three
of all the patients referred to the Chichester and
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Salisbury (UK) psychiatric services during the vyear
1960-61. They found that one third of families suffered
a restriction in social and leisure activities, and 297%
had their domestic routine upset. Domestic upset (for
example, difficulty in getting away on holiday, change
in social life, or upset to household routine) was, not
unexpectedly, found by Greene, Smith, and Gardiner
et.al. [1982] to be associated with poor physical self
maintenance of the dementia patient. Rabins, Mace and
Lucas [1982] found family conflict to be a problem for
56% of the caregivers they interviewedy and the loss of
friends and hobbies - no time for themselves, to be a
problem for 55%. In their study of the problems faced
by the supporters of psychogeriatric patients, Argyle,
Jestice and Brook [1985], found several social problems
to be associated with patient care. The most frequent
was decreased social 1life, reported by 74% of
relatives. The authors describe the high tolerance of
such personal and social problems which they attribute
to resignation to a life of self-sacrifice in these
caregivers.

O0'Connor, Pollitt and Roth et. al. [1989] found that
children 1living with a demented parent were under
greater strain than spouses and non-resident children.
They suggest the possibility that this is because of
the multitude of problems arising not just from their
dementing parent, but also their own families.
Cicerelli [1986] describes the strain which can result
between the caregiver and other family members, either
because of the time and energy which a caregiver has
to invest in someone with dementia, or because of
family conflicts about how care should be provided.

In her study of the supporters of dependent elderly
people at home, Machin [1980] comments that some
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supporters had found the first few months of caring
most difficult. This may be related to a gradual
getting wused to their new role and 1lifestyle as
caregivers with time. This point 1is taken up by
Gilhooly [1984] who suggests that her result of a
positive association between both the morale and mental
health of the supporters of a dementing relative in the
community and the duration of care-giving could be
attributed to an improvement in caregiver wellbeing
with an increasing time in which to learn to cope and
adjust. Her alternative suggestion is+*that it is only
those who have high morale and good mental health who

"survive" as carers for a long time.

3. Financial Burdens in the Supporters of Dementia

Sufferers

Whittick [1987] lists some of the additional
expenditures which may be required in order to care for
a disabled person: fuel, transport, bedding,
incontinence equipment, laundry, house alterations,
etc., The financial burden will be increased if the
carer has to give up or reduce paid employment in order
to look after a relative.

In their study Grad and Sainsbury [1968] found a
reduction of income by at least 10%Z in a quarter of
families caring for a person with mental illness in the
community, while there was a reduction by at least 50%
from normal income in 10% of families. In contrast to
this, only 6% of the relatives of patients being
admitted to a psychogeriatric ward reported a
financial burden in the study by Argyle, Jestice and
Brook [1985]. This may reflect a difference between
actual loss of income and the reporting of a financial
burden. Another possibility is that there has been an
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increase in the amount of financial assistance
(attendance allowance and invalid care allowance)
available to carers over the 20 years between these two
studies. However, Gilhooly [1990] comments that the
carers of dementia sufferers whom she interviewed
described the amount of financial assistance they
received as being too small to make a real difference
in terms of day-to-day activities.

The way in which the financial resources of the family
may determine the fashion in which that family gives
care is discussed by Cicerelli [1986]. Families with
less money are more likely to look after the dementia
sufferer at home with very 1little formal support,
whereas those with more money will buy in care-givers
and companions in order to maintain the dementing
person. This difference may be more prevalent in the
U.S. where there is 1less state support to carers.
However, the distinction is also noted by Archbold
[1981] in her discussion of the impact of parent caring
on women., She identifies two caregiving roles: the
"care-provider", who performs the services needed by
the parent herself, and the "care-manager", who
organises the provision of these services by others.
Archbold found socio-economic status to be the major
factor influencing a woman's choice of caregiving
modality, with care-managers coming from a higher
socio-economic background than care-providers.

4, Physical Health Burdens in the Supporters of

Dementia Sufferers

As noted previously, the majority of family caregivers
to people with dementia are themselves either "young-
0ld" or "old-old". It has also been noted that many of
the tasks of caring are such as to require an increased
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level of daily physical exertion, with extra lifting
and carrying, bathing and dressing, toiletting and
changing, cooking and feeding. Thus, it might be
expected that family carers of dementia sufferers would
report a deterioration of physical health as a result
of their care-giving role.

Sixty-four percent of the supporters of dependent
elderly persons interviewed by Machin [1980] felt that
their physical health had suffered to some extent
through caring. Levin, Sinclair and* Gorbach [1984]
found that only one third of their sample of supporters
of confused elderly persons rated their health as
having been good over the year before they were
interviewed, and about half had activity-limiting
disabilities themselves. Of the 62 supporters of
patients admitted to a psychogeriatric ward who were
interviewed by Argyle, Jestice and Brook [1985], 16%
reported arthritis, 15% shortness of breath, and 13%
other illness. Whittick [1985] reports one of the
"Edinburgh" studies (129 supporters of first time
admissions to a psychogeriatric day hospital) as
finding that 65% of subjects felt their own health to
have been seriously affected by having to care for an
elderly mentally infirm person.

George and Gwyther [1986] criticise previous studies of
caregiver well-being and burden because of their use of
instruments designed specifically to measure caregiver
burden. As such, they cannot be administered to
comparison groups of non-caregivers. They therefore
assessed caregiver physical health via doctors' visits
over the past 6 months and self rated health (poor,
fair, or excellent). Their results gave no evidence of
increased use of medical services, or poorer ratings of
physical health by the caregivers of dementia sufferers
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when compared with random community samples: "In terms
of physical health, the caregivers appear similar to
other populations" [p.256].

Following this 1lead, Pruchno and Potashnik [1989]
assessed the physical health of those caring for a
spouse with Alzheimer's disease or a related disorder
by using measures which could be compared with the
general population means. They found that in comparison
with the general population, caregivers, regardless of
age and gender, spent less time sick *in bed, reported
fewer visits to the doctor, and spent fewer days in
hospital if they were admitted. Despite this,
caregivers also rated their own health as "excellent"
less frequently, and reported higher rates of diabetes,
arthritis, ulcers, and anaemia than the general
population. The authors explain this apparent
discrepancy Dbetween the actual Thealth and the
caregivers' use of health services by attributing it to
their inability to allocate time to their own health
needs.

It thus appears that caregivers are correct when they
estimate their physical health to have deteriorated as
a result of caring for a person with dementia, since
the results hold when they are compared with the
general population. However, the situation of caring
means that they are unable to do anything much about

it.

V. SUBJECTIVE BURDEN - THE WELL-BEING OF FAMILY
CAREGIVERS OF DEMENTIA SUFFERERS

As noted at the start of the previous section,
"subjective burden" refers to the emotional reactions
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of the caregiver. Thus it includes measures of
perceived strain, reduced morale, anxiety and
depression. As Morris, Morris and Britton [1988a]
observe, there are far fewer studies which simply
measure the subjective burden than there are those
which attempt to relate subjective burden to other
aspects of the caregiving situation. This section
limits itself to a review of the former studies.

A problem arises with the use of "strain scales" (for
example, Machin, 1980; Gilleard, 1984) to measure
subjective burden. This is because these scales include
items which are actually measuring objective burden
(for example, "Has your household routine been upset in
caring for the elderly relative?" "Do the problems of
caring prevent you from getting away on holiday?”
[Gilleard, 1984, p.123]) as well as items which measure
subjective burden (for example, "Do you get depressed
about the situation?”). This means that they are really
composite measures of both objective and subjective
burden: "The presumed stressor and its outcomes become
intertwined such that one cannot independently relate
caregiving to its dimpact" [George and Gwyther, 1986,
P.254]. This section therefore limits itself to those
studies which employ instruments designed specifically
to assess well-being or mental health and which have
been sufficiently tested to have population norms. This
has a double advantage. Firstly, it eliminates any
confounding of subjective burden measures by the
addition of objective burden items. Secondly, it also
answers George and Gwyther's [1986] criticism of the
use of specially designed instruments which make
comparisons between the care-givers and the general
population impossible (also noted in previous section).
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1. Studies of the Subjective Burden of Caregivers Which
Employ the GHQ

The General Health Questionnaire (GHQ) of Goldberg
[1978] has been the most popular assessment instrument
of subjective burden in the caregivers of dementia
sufferers in Britain. This 1is a self-administered
screening test aimed at detecting psychiatric disorders
among respondents in community settings. It focuses on
changes in normal function rather than on 1lifelong
traits by asking respondents how they have felt over
the past few weeks, for example "Have you recently been
feeling run down and out of sorts?". The instrument has
been well validated and permits direct comparisons
between levels of distress in the supporters versus the
community at large. There are several versions, named
according to the number of questions which they contain
(for example, the GHQ-60 has 60 items). Responses to
each item are (usually) scored either O or 1. The GHQ
scales each have a threshold score for "caseness".
Persons scoring above this count as "cases" in that
they can be said to be suffering from a degree of
clinical disturbance.

The "Edinburgh" studies conducted by Gilleard and his
colleagues have used the GHQ-30 to measure the level of
emotional distress in supporters of elderly mentally
infirm people. Gilleard, Belford and Gilleard et. al.
[1984] report the results of 3 separate studies which
employed the GHQ-30 with the supporters of the elderly
mentally infirm. The first study was of 53 supporters
with a dependant attending a day hospital in Edinburgh.
The second study was of the supporters of a series of
129 consecutive referrals to psychogeriatric day
hospital care in the Lothian region. The third study
was of 45 supporters of a person with dementia who had
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either attended a psychogeriatric day hospital for 3
months or was on the waiting list. The proportions of
supporters found to exceed Goldberg's threshold score
for caseness were 62% in the first study, 73.5% in the
second study, and 57% in the third study (this
difference between studies did not reach statistical
significance). In the third study the authors validated
this high degree of caseness among supporters by the
use of a clinical interview. They write "It would seem
reasonable to conclude that there will be no gross
over-classification of psychiatric disturbance through
using the GHQ in this population .." [p.174]. They
compare this with estimated GHQ prevalence rates of
between 16% and 237% in other community samples. Turning
from prevalence of "caseness™ to the average GHQ-30
score of supporters of people with dementia, Gilleard
[1984], in a prospective study, quotes scores of 10.3
for supporters who were still 1looking after the
dementia sufferer 6 months 1later and 13.6 for
supporters of a dementia sufferer who was receiving
long term institutional care 6 months 1later. (The
"caseness" cut-off of the GHQ-30 is a score of 4/5.)

Toner [1987] reports very similar results to those of
Gilleard: a mean GHQ-28 (cut-off threshold also 4/5)
score of 10.7 for a group of 18 relatives looking after
a dementia sufferer at home.

Whittick [1988] compared the GHQ-30 scores of 37
daughters caring for a dementing parent, 63 mothers
caring for a mentally handicapped child, and 45 mothers
caring for a mentally handicapped adult. Her results
are again very similar: the mean GHQ-30 score for
daughters with a dementing parent was 10.4, Whittick
also found that this group of —carers had a
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significantly higher mean GHQ score than either of her
groups of mothers.

Eagles, Beattie and Blackwood et. al. [1987] included
the GHQ-60 (cut-off 11/12) among several measures of
mental health in their community study of 274 elderly
married couples (ie. 548 subjects) only 31 of whom (77%)
were categorised as "demented"” by their score on the
Mental Status Questionnaire (MSQ). In addition to the
GHQ they assessed mental health via the Leeds General
Depression Scale and the Leeds General Anxiety Scale.
The prevalence of caseness as assessed by the GHQ-60
was 9.7% 1in the spouses of demented subjects, as
compared to 8.5%Z in the spouses of non-demented
subjects. Similarly, the authors found no significant
differences in degree of caseness for the spouses of
demented versus non-demented subjects for either of the
Leeds scales. In fact the only positive relationship
between cognitive impairment in one partner and
psychological distress in the other was a very small
one between degree of wives' impairment (as measured on
the MSQ) and husbands' depression (Leeds Depression
Scale). The authors comment on this finding - described
as "surprising" both in view of common sense as well as
the findings of other studies in the same area. They
suggest six possible reasons for why it may have
occurred. Firstly, the subjects of previous studies
were the relatives of elderly patients who had been
referred to the psychiatric services, whereas this was
a community survey. Secondly, their use of the MSQ to
classify the demented group might have resulted in the
inclusion of people with such a mild degree of dementia
that they would not be expected to cause psychological
distress in their relatives. Thirdly, the MSQ only
measures cognitive decline and not difficult-to-cope-
with behaviours. Fourthly, and as a result of the
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similarity of these results to those of Gilhooly [1984,
see the following page in this review] who studied
family carers in the same geographical area (Aberdeen,
Scotland), there is the possibility that there 1is
something unusual about this locality (the authors note
low geographical mobility, high community cohesiveness
and high standards of primary medical care). Fifthly,
the GHQ and Leeds scales may not be suitable
instruments with which to screen for psychiatric
morbidity in an elderly population. Finally, in
contrast with other studies of carer well-being or
burden, which usually have a varied subject sample in
terms of caregiver age and relationship with the
dementia sufferer, their subjects were all elderly

spouses.

A similar result has recently been reported by
O0'Connor, Pollitt and Roth et. al. [1989] who compared
the GHQ-28 scores of the family supporters of non-
institutionalised demented elderly people with those
caring for cognitively intact elderly people, a
proportion of whom were frail and physically disabled.
They divided their demented population into "mild",
"moderate" and "severe" groups on the basis of Mini-
Mental State and CAMDEX (Cambridge Mental Disorders of
the Elderly Examination) results. The mean GHQ-28 score
for the supporters of cognitively intact elderly people
was 2.4, of mildly demented subjects was 3.2, of
moderately demented subjects was 3.4, and of severely
demented subjects was 2.6. The difference in GHQ-28
scores for the supporters of cognitively intact versus
demented elderly people was not significant.

- 35 -



2. Studies of the Subjective Burden of Caregivers Which
Do Not Employ the GHQ

In her study of the impact of care-giving on care-
givers Gilhooly [1984] used two measures of supporters'
psychological well-being. Morale was examined via the
Kutner Morale Scale, and mental health via the OARS
Multidimensional Functional Assessment Questionnaire's
"Mental Health" scale. She found that morale in her
sample of 37 supporters of people with senile dementia
living in the community was fairly low,. However, their
mental health scores indicated either "good mental
health" or only "mildly mentally impaired”. There was
no evidence of severe psychiatric sSymptoms or
intellectual impairment in this group of supporters.
Gilhooly suggests the possibility that it is only those
supporters who are able to cope with caring for a
dementing relative who "survive"; for the rest the
demented person will be institutionalised. Thus this
fairly good mental health may reflect the "survival
effect".

George and Gwyther [1986] used four measures to assess
the mental health of 510 family caregivers of a memory-
impaired adult: firstly, a checklist of symptoms (The
Short Psychiatric Evaluation Schedule); secondly, a
measure of affect (The Affect Balance Scale - ABS);
thirdly, a single item measure of 1life satisfaction;
and finally, psychotropic drug use over the past 6
months. Comparison normative data collected via random
community samples was available for all these measures.
George and Gwyther's results "exhibit large
discrepancies between the caregiver and comparison
samples" in terms of mental health [p.256]. Caregivers
reported almost 3 times as many stress symptoms as the
comparison sample, considerably lower levels of affect
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balance and life satisfaction, and higher psychotropic
drug use.

Two measures of subjective burden in 20 spouse
caregivers of dementia sufferers were employed by
Morris, Morris and Britton [1988b]. They were a single
item 7-point strain scale (I feel no strain - I feel
severe strain because of the way my partner is
nowadays), and the Beck Depression Inventory (BDI).
Only the BDI had been validated on an elderly
population. Although only three subjects (ie. 15%)
scored above 14 - the cut-off point for clinical
depression, the mean BDI score in these subjects was
7.5, which is higher than normal in the elderly.

Pruchno and Potashnik [1989] have also assessed the
mental health of persons caring for a spouse with
Alzheimer's or a related disorder. They compared the
mental health of 315 spouse carers with general
population norms, employing measures of psychotropic
drug wuse, the Center for Epidemiologic Studies
Depression Index (CES-D), and the Affect Balance Scale
(ABS). They found that in comparison with population
norms these caregivers reported higher psychotropic
drug use, higher depression scores and lower (ie. more
negative) affect scores.

Thus it is evident that the majority of studies have
found caring to create a subjective burden for the
caregivers. Which particular aspects of the role and
tasks of caring might be the most important in terms of
their negative impact on supporter well-being or mental
health will be examined in the next section.
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VI CORRELATES OF SUBJECTIVE BURDEN IN THE CAREGIVERS OF
DEMENTIA SUFFERS

It is most particularly in this area that the number of
research reports has proliferated over recent years,
and most evidently following the publication of reports
demonstrating that caring does create a subjective
burden in supporters. Some tie their results in with
the suggestion that knowledge of the effects of such
factors may allow the design of interventions to
alleviate subjective burden. However,:as will emerge,
the majority of these factors are not such as would be
amenable to manipulation. Thus, the main value of these
studies has been in suggesting those variables within
the caregiving situation which might allow for the
identification of the "at risk" carer.

In a review of the impact of functional psychiatric
illness on the patient's family, Fadden, Bebbington and
Kuipers [1987] criticise the "scatter-shot" approach on
the part of "researchers who have failed to follow
through on promising leads in their own data" [p.290].
To some extent, the same can be said of the body of
literature to be reviewed here. The vast number of
these reports, all of which examine the effects of at
least one or two different factors can leave the reader
with the feeling of having been swamped with
information, but without having learned anything. This
review will examine reports of the impact of the
following factors on caregiver subjective burden: the
behaviours/impairment of the dementia sufferer; age and
sex of the dementia sufferer; age and sex of the
caregiver; individual caregiver characteristics; blood/
role relationship of sufferer and caregiver; quality of
relationship between sufferer and caregiver; 1living
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arrangements of sufferer and caregiver; and finally,
informal and formal support received by the caregiver.

Unlike the previous section, studies employing measures
of subjective burden which may have been specially
designed and/or which do not have general population
norms are included. There are two reasons for this.
Firstly, because not to do so would eliminate a large
number of studies in this area. Secondly, because the
aim here is not to compare carers with the general
population but to 1look at factors that may differ
within the caregiving situation, thus measures designed

specifically to examine caregiver strain are adequate.

1. Effect of Behaviours/Impairment of Dementia Sufferer

on Subjective Burden of the Carer

The majority of studies in this area find a
relationship between the behaviour of the sufferer and
caregiver burden.

In their study of the effects of psychiatric illness on
the family, Grad and Sainsbury [1968] found that at
first referral the presence of the following five
symptoms were significantly related to whether or not
they caused a severe burden: aggression, delusions,
hallucinations, confusion and the inability to care for
self, While their survey was not restricted to the
families of dementia sufferers, they found that it was
the demented and bedfast patients who needed constant
attention and interfered drastically with home 1life
that affected the family most severely.

In an interview study of the primary caregivers of 55

dementia patients, Rabins, Mace and Lucas [1982] found
the following behaviours to be cited by caregivers as
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causing serious problems: physical violence, memory
disturbance, incontinence, catastrophic reactions,

hitting, making accusations and suspiciousness.

A factor analytic study of the behavioural disturbance
shown by elderly dementia patients at home and the
effects of this behaviour on their caregivers was
reported by Greene, Smith and Gardiner et. al. [1982].
They obtained ratings from 38 relatives of both the
behaviour and mood of the patient plus the degree of
stress and impact which they felt from having to care
for the patient. Both the scales were made up of items
which the authors had "culled from the literature". On
the basis of their factor analysis, two scales were
constructed, each made up of 3 subscales. These were
the Behaviour and Mood Disturbance Scale (BMD - with
Apathetic-Withdrawn; Active-Disturbed; and Mood
Disturbance subscales), and the Relatives' Stress Scale
(RSS - with Personal Distress; Life Upset; and Negative
Feelings subscales). The authors found that personal
distress in the relative was associated with the amount
of apathetic and withdrawn behaviour in the patient,
whereas negative feelings in the relative were
associated with the degree of disturbance of the

patient's mood.

Gilleard, Boyd and Watt [1982] also report on a factor
analytic study of the behaviour of dementia sufferers
at home. They administered an early version of the
Problem Checklist (25 items, no apathy-withdrawal type
problems included) to 112 ©primary supporters of
patients attending psychogeriatric day Thospitals.
Principal components analysis yielded five meaningful
dimensions of behaviour, which they labelled
"dependency", "disturbance", "disability", "demand" and

"wandering". The authors then examined the relationship
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between each of the problem domains and the supporter's
rating of strain. Strain was assessed by summing carer
ratings of burden ("none" = 0, "intolerable" = 3) and
ratings of ability to cope ("able to cope indefinitely"
= 0, "unable to cope at all" = 3). Results clearly
demonstrated that it was the "demand" problems which
most contributed to supporter strain. Low supporter
mood (assessed via a 20-item Mood Checklist) was
associated with high demand and dependency problems in
the sufferer. There was also a strong association
between the patient continuing to be ceared for in the
community 12 months later, and the supporter reporting
a lower than average number of demand problems.

Gilleard [1984] discusses the apparent discrepancy in
the results of the above two factor analytic studies.
Firstly, a different selection of items used by the two
studies has produced a lack of common problem domains.
(Most importantly, the Gilleard et. al. study did not
include any of the Apathy-Withdrawal type of problems
which Greene et. al. found to be important determinants
of caregiver burden.) Secondly, both apathetic and
demanding behaviours, when viewed within the context of
the family as a whole "may be seen as reflecting an
increasing ego-centredness and lack of concern on the
part of the dementing person" [p.66]. The result is a
one~-sided and unrewarding relationship between sufferer
and carer. Gilleard has obtained similar results in
further studies. The number of problems relating to the
elderly mentally infirm person's disturbance and demand
was found by Gilleard, Belford and Gilleard et. al.
[1984] to be significantly and positively associated
with the supporter's GHQ score. Overall number of
problems obtained via the Problem Checklist correlated
closely with both supporter Strain Scale score and GHQ
score [Gilleard, 1987].
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Levin, Sinclair and Gorbach [1984] obtained significant
associations between strain in the supporters of the
confused elderly at home as measured by GHQ scores and
a number of the problems they faced in looking after
their relatives. These included: heavy incontinence,
"trying behaviours", disturbance during the night and
inability to have an ordinary conversation.

Argyle, Jestice and Brook [1985] found that the most
common behavioural problems displayed by 62 patients
who had been admitted to a psychogeriatric ward were
not nunecessarily the least well tolerated. Their
relatives reported the latter to be aggression, verbal
abuse, wandering, faecal smearing and urination in
appropriate places.

Although they found 1little evidence of raised
psychiatric morbidity (as measured by the GHQ-60) in
the co-resident supporters of elderly demented patients
when compared to those 1living with a non-demented
elderly person, Eagles, Craig and Rawlinson et. al.
[1987] did find a positive relationship between the
level of a dementia sufferer's behavioural disturbance
and supporter strain, mood and GHQ scores. They point
out however, that since it was the supporters
themselves who made the ratings of sufferer behavioural
disturbance it is possible that more distressed
supporters rated sufferer behaviour as more disturbed,
rather than the opposite causal relationship.

Similar results are reported by O'Connor, Pollitt and
Roth et. al. [1989] in their community study of 120
relatives of a dementia sufferer and 107 relatives of a
cognitively intact elderly person. While GHQ-28 scores
did not differ between the two groups of supporters,
strain scores correlated strongly with total problem
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frequency and severity scores (as assessed by the 34-
item Problem Checklist). It was the physical dependency
and disturbed types of behaviours which they found to
be associated with strain in the relatives, while
apathy-inertia problems were tolerated well.

Two more recent studies also report a relationship
between sufferer Dbehaviours and supporter burden.
Barusch and Spaid [1989] interviewed 131 spouse
caregivers. They found that the patient's cognitive and
behavioural difficulties were the .most important
predictors of caregiver burden. Pruchno and Resch
[1989] report from a sample of 262 subjects, that
asocial and disorientated ("aberrant”) behaviours in
patients with Alzheimer's disease are related to
burden. The more frequent these behaviours are, the
more stress 1is experienced by the caregiver. The
authors believe that these behaviours are stress-
provoking because of their unpredictability and their
social wunacceptability. Forgetful behaviours, on the
other hand, have a different relationship with
caregiver stress. Patients with very few forgetful
behaviours are generally those with very mild dementia
for whom caregiving is relatively easy. Patients with
very many forgetful behaviours are generally those with
very severe dementia, often vegetative, requiring only
basic nursing care. Caregiving is thus relatively easy
for this group also. It is the patients with a moderate
number of forgetful ©behaviours, corresponding to
moderate dementia who are more 1likely to exhibit
"difficult" behaviours and for whom caregiving is a
hard job. Thus, mild and severe forgetfulness are both
associated with low caregiver burden, while moderate
forgetfulness is associated with raised burden.
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Although the majority of studies report a significant
association between dementia sufferer behaviour and
caregiver burden, there are a number which do not.
Zarit, Reever and Bach-Peterson [1980] interviewed
primary caregivers (18 spouses and 11 daughters) of
senile dementia sufferers. Degree of ©burden as
determined by a 29-item self-report inventory was not
associated with any of their sufferer Dbehaviour
variables (frequency of memory and behaviour problems,
extent of cognitive impairment, level of functional
impairment, or duration of dementig). The authors
comment that this finding was "contrary to
expectations". Similarly, Gilhooly [1984] writes that
although the dependent's cognitive functioning and
impairment 1level was expected to be significantly
associated with poor mental health in the 37 supporters
whom she interviewed, this was not found to be the
case. She comments that this result may have arisen
because her use of general measures of dementia and
impairment may have masked any relationship between
specific features of the sufferers' behaviour and
caregiver burden. Finally, George and Gwyther [1986]
also comment on the unexpected nature of their findings
of "little evidence that patient illness
characteristics are important factors in understanding
caregiver well-being" [p.258]. Patient illness
characteristics were only minimally related to
caregiver well-being, and not at all to illness
duration. Again, however, they used a single measure
for severity of dementia rather than examining the
association between specific behaviours or behaviour
types and caregiver burden.

The evidence thus strongly supports the notion of a

positive association between caregiver subjective

burden and the presence of certain behaviour
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characteristics in the dementia sufferer. These
behaviours tend to be "aberrant” or of the type which
vastly reduce the chances of any sort of rewarding
relationship between sufferer and caregiver. This
relationship may be masked if more overall measures of
dementia are employed, since these behaviours may come
and go throughout the illness (particularly during the
"moderate” stage), rather than following a predictable
course.
A

2. Effect of the Age and Gender of the Dementia
Sufferer on Subjective Burden of the Carer

Only two studies have been found which examine these
factors. There are several more which examine the
effects of the caregiver's age and gender on caregiver
subjective burden (see following sub-section), and to
some extent the results of these may be related to the
effects of sufferer gender. This is because in an
examination of spouse caregivers, the sufferer is by
definition of the opposite gender - thus the effects of
both carer and sufferer sex will be confounded.

Zarit, Reever and Bach-Peterson [1980] found no
relationship between any caregiver or dementia sufferer
demographic data and carer burden. Gilhooly [1984]
however, reports that sufferer gender was significantly
correlated with supporter morale. In her study care of
a female was associated with higher morale. There was
no relationship between sufferer age and supporter
morale.
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3. Effect of the Age and Gender of the Carer on

Subjective Burden of that Carer

In addition to the confounding effects of sufferer
gender on these variables (mentioned above), the
blood/role relationship will also be a confusing factor
since while the majority of male carers are spouses,
female <carers are both spouses or daughters of
sufferers.,

Most studies report a relationship between the gender,
although not the age, of the carer and the subjective
burden of that carer. Two of the available studies do
not. As noted in the previous sub-section, Zarit,
Reever and Bach-Peterson [1980] found no relationship
between any caregiver demographic data (age, sex,
income, education) and carer burden. Argyle, Jestice
and Brook [1985] were surprised to find no differences
in the number of problems reported by male or female
relatives of patients entering a psychogeriatric ward.
Nor was the age of the sufferer significant.

In those studies which do report a relationship between
carer gender and subjective burden, the results are
unanimous in suggesting a positive association between

female carers and higher burden.

Boutselis [1983] discusses the study by Zarit [1982]
which found women carers to report more burden than
men. This was despite the fact that men endorsed a
higher frequency of sufferer memory and behaviour
problems and both male and female carers reported equal
tolerance for such problems. It is suggested that this
is because male carers use more paid help than women,
and also that a husband caring for a wife with dementia
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may receive informal support from his wife's former
friends.

Gilhooly [1984] offers similar explanations for her
finding that male carers had significantly higher
morale than females. Firstly, she suggests that men
were less likely to be emotionally involved with the
sufferer's 1illness than were female supporters.
Secondly, men were more willing to leave the sufferer
alone in the house, and were thus 1less socially
isolated. The third reason suggested by Gilhooly for
higher morale in male carers is simply that they are
less willing to admit distress than are females.

In each of the three studies of supporters of the
elderly mentally infirm described by Gilleard, Belford
and Gilleard et. al. [1984] the proportion of high GHQ-
30 scores was considerably greater amongst women than
men. This finding held irrespective of age and of the
type of relationship to the dependent. The authors
conclude that female supporters either find giving care
to the elderly mentally infirm more distressing than
men, or else that they are more willing to report their
distress.

O0'Connor, Pollitt and Roth et. al. [1989] suggest three
possible explanations for their finding that the wives
of moderately demented men reported more problems and
strain than did husbands. One reason may be that women
find the physical tasks of caring more of a strain than
men. The second may be that, as suggested by Gilhooly,
male supporters might find it easier to leave their
dependent spouse unattended in order to continue their
own social lives. The third reason may be that a male
is more likely than a female supporter to be taking on
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a new role as carer, and as such may actually find it

gives him some rewards and interest.

Barusch and Spaid [1989] found that caregiver age was
significantly associated with caregiver burden, with
young carers reporting greater subjective burden. They
also note that even among spouse caregivers males tend
to be older than females. They conclude from this that
"women experience greater stress in part because they
are younger than men who become caregivers" [p.674].
However, two further studies (those of Gilhooly [1984]
and Gilleard, Belford and Gilleard et. al. [1984]) find
no relationship between caregiver age and subjective

burden.

4, Effect of Individual Carer Characteristics on the

Subjective Burden of that Carer

Zarit, Todd and Zarit [1986] assessed the burden of 64
carers of dementia sufferers using a 20-item Burden
Interview based on their definition of burden as "the
extent to which caregivers perceived their emotional or
physical health, social life, and financial status as
suffering as a result of caring for their relative"
[p.261]. They found that burden was more highly
associated with the sum of the cross product of
frequency and tolerance ratings from their 28-item
Memory and Behaviour Checklist than with either scale
alone. This means that caregivers feel burdened when
the patient manifests deficits in behaviour AND they
have difficulty tolerating those behaviours. The
authors point out that this result demonstrates how
individual caregivers react differently to problem
behaviours. They also note that not all caregivers find
the same problems to be troublesome.
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Individual differences were also highlighted by Morris,
Morris and Britton [1989] who investigated a sample of
20 spouse caregivers of dementia sufferers. They
assessed caregiver depression via the Beck Depression
Inventory (BDI) and strain via a 7-point scale ("I feel
no strain ..." = 0, "I feel severe strain because of
the way my partner is nowadays" = 7). The authors found
that caregiver depression and strain were significantly
correlated with perceived ability both to cope with
their own emotional reactions and to cope with the
behaviour of the dementia sufferer.' Thus, individual

coping cognitions predict both depression and strain.

5. Effect of Blood/Role Relationship with the Dementia

Sufferer on Subjective Burden of the Carer

Once again, in reviewing studies of ©blood/role
relationship with the dementia sufferer and degree of
subjective burden in the carer the problem of
confounding variables arises. Spouse caregivers will
not only be older on average than child carers, but
will also be co-resident, whereas children may take a
parent into their own home or look after them as non-
resident carers.

There appears to be a fairly equal balance between
studies which find that blood/role relationship is
associated with carer burden and those which do not.

No relation was found in the following four reports.
Zarit, Reever and Bach-Peterson [1980] report no
association between the relationship of caregiver to
sufferer and carer burden when they compared 18 spouses
versus 11 daughters using a 29-item burden inventory.
In none of the three studies reported by Gilleard,
Belford and Gilleard et. al. [1984] was supporter/
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dependent relationship (spouse, child, other) found to
be associated with supporter emotional distress as
measured by the GHQ-30. Eagles, Rawlinson and Restall
et. al. [1987] compared 41 spouse carers and 25 child
carers and found no significant differences in
psychological morbidity or strain (as measured by the
GHQ-60, Relatives' Mood Scale and Relatives' Stress
Scale). In a study which controlled for household
arrangement, Diemling, Bass and Townsend et. al. [1989]
found that within the shared residential setting,
relationship (spouse versus child) of carer to elderly
person (only some of whom were dementia sufferers) was
not associated with carer stress: "spouse caregivers,
in spite of their advanced age, are not significantly
more likely to report health decline, relationship
strain, or activity restriction compared to adult
children who live with and care for a parent" [p.79].

A similar number of the available studies have found an
association between carer-sufferer blood/role relation-
ship and carer subjective burden; however, their
results vary with regard to which relationship is
associated with most stress. Boutselis [1983] cites a
study by Johnson [1983] which found children to be more
negatively affected by the experience of caregiving.
Various suggestions are made as to the reasons for
this, including the different norms and expectations
for a child versus a spouse with regard to caregiving,
and the increased likelihood of role conflict which a
child caregiver is likely to experience since they are
more likely to have their own spouse and family to care
for in addition to their parent. Quite the opposite
result was found by Gilhooly [1984] who reports a
negative correlation between the distance in the blood/
role relationship and the supporter's mental health.
Thus she found spouses to have worse mental health than
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child carers, and both these groups to have worse
mental health than "other" carers (for example,
daughters-in-law). Gilhooly explains this as probably
reflecting the extent of emotional involvement of the
supporter with the dependent and their illness. George
and Gwyther [1986] report similar results. Even
controlling for the age differences between spouse and
child caregivers, spouses were found to Sscore more
poorly on their measures of well-being than were either
children or other relatives.
A

6. Effect of Quality of Relationship with the Dementia
Sufferer on Subjective Burden of the Carer

Studies have examined the effects of the quality of
both premorbid and current relationship on caregiver
subjective burden. This sub-section will review studies
of the effects of quality of premorbid relationship
first, followed by studies of the effects of the
quality of the current relationship between carer and
dementia sufferer.

Gilhooly [1984] rated the quality of the premorbid
relationship between supporter and dementing relative
using a 5-point scale, based on a number of questions
about the relationship at various points during the
supporter's 1life; quality of premorbid relationship
rating was not related to any of her measures of
supporter well-being. (Morris, Morris and Britton
[1988a] suggest this might be accounted for by the
relatively high morale and low incidence of poor mental
health in her sample of supporters.) Wheatley [1979],
however, describes a close and lengthy premorbid
relationship as resulting in a continued affectual bond
between the supporter and the dementia sufferer which
in turn acted as a source of both motivation for care
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and satisfaction in the —carer: "The closer the
relationship, the more emphasis there was on the
happiness of the elderly person him/herself and this
emphasis in itself appeared to be a source of both
motivation and satisfaction" [p.196]. The carer's view
of the quality of past relationship was also found by
Gilleard, Belford and Gilleard et. al. [1984] to be
positively associated with that carer's subjective
burden as measured by GHQ-30 score. (It is possible
that current carer distress may colour their ratings of

A

premorbid relationship.)

Morris, Morris and Britton [1988b] have examined the
effects of both premorbid and current relationship (as

measured by a marital intimacy questionnaire) and the
subjective burden of 20 spouse caregivers of dementia
sufferers (measured using a 7-point single item strain
scale and the Beck Depression Inventory). They found
the highest levels of perceived strain and depression
amongst caregivers who reported lower 1levels of both
premorbid and current marital intimacy. Loss of
intimacy was significantly correlated with supporter
depression, but not with supporter strain. In addition,
scores on the Problem Checklist were significantly
negatively correlated with levels of present intimacy
and positively correlated with loss of intimacy, while
the association between loss of intimacy and depression
ceased to be significant after partialling out scores
on the Problem Checklist. In the discussion of their
results, the authors suggest that people with high
premorbid intimacy may take on the caregiving role for
positive, loving reasons, whereas those with a lower
premorbid intimacy may take on the caregiving role out
of a sense of duty. Another possibility is that low
premorbid intimacy acts as a vulnerability factor for
high subjective burden. Finally, they attribute the
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depression of supporters associated with 1loss of
intimacy with the dementia sufferer to be the result of
a sense of loss as the sufferer exhibits an increasing
number of behavioural problems and thus becomes more
difficult to relate to.

In another recent study, Motenko [1989] has also
examined premorbid and current marital intimacy
(measured using the Lopata Emotional Support Systems of
Widows Scale) and the gratification and well-being of
50 women caring for a husband with démentia. She found
that wives who reported a decrease in marital closeness
since the onset of dementia received less gratification
from caring than wives who reported no change in
marital closeness: "Change in the closeness of the
marital relationship appears to be more critical to
lower gratification from caregiving than the actual
closeness of the marriage" [p.169]. She suggests that
it is continuity of relationship, whether good or bad,
which explains carer gratification and well-being.

7. Effect of Living Arrangement on Subjective Burden of

the Carer

Only a few studies have examined this factor. For
example, in her survey of 47 supporters caring for
elderly people who had been admitted for holiday
relief, Machin [1980] found non-resident supporters
reported lower levels of subjective burden and higher
levels of life satisfaction than co-resident
supporters. Machin believed that this was probably
associated with the fact that non-resident supporters
also received significantly more relief from caring,
devoted 1less time to <caring and suffered fewer
restrictions in their social lives than did co-resident
supporters. Gilhooly [1984] also found co-resident
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supporters to have slightly lower morale and poorer
mental health than non-resident supporters, however the
correlations did not reach significance levels. In her
discussion Gilhooly points out that these relationships
have many confounding variables, for example, co-
resident supporters are more 1likely to be older,
spouses, or males. Similarly, O'Connor, Pollitt and
Roth et. al. [1989] identified co-resident children
looking after a demented parent as being the supporters
who were under most strain. They suggest that this
group of carers may have a large number of problems
arising from not only from their parent but also from
their own family, and that because of their living
arrangements they have no refuge from the situation.

Finally, although Diemling, Bass and Townsend et. al.
[1989] also found non-resident adult children reported
far less health decline than those sharing a residence
with an elderly dependent, when they controlled for the
effects of elder impairment, carer age and social
supports, this relationship was not significant. The
authors conclude that: "This indicates that health
decline in adult children is not a function of the care
setting” [p.77].

8. Effect of Support on Subjective Burden of the Carer

Studies have examined the effects of both informal
(family/friends) support and formal services on the
subjective burden of the caregivers of dementia
sufferers. The majority have focussed on the effects of
formal services. One reason for this may be because
they are often easier to measure (more likely to be
either present or not present, whereas informal support
is generally available but at varying degrees). A
second reason may be because this is the area of
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support which professionals may be in a position to
manipulate, with the possibility which this brings of
having an effect on caregiver subjective burden. This
review will commence with the few available studies of

the effects of informal support.
INFORMAL SUPPORT

The only factor which Zarit, Reever and Bach-Peterson
[1980] found to contribute to levels of burden in 29
primary caregivers of a dementia ‘sufferer was the
frequency of family visits. Those subjects who received
more visits reported less burden. The authors discuss
the importance of providing support "as a critical step
in the community care of elderly persons with dementia"

[p.649].

Scott, Roberto and Hutton [1986] examined the support
provided by families to 25 primary caregivers of
Alzheimer's disease patients. 337% of carers were rated
as receiving more than enough support, 48% enough
support and 19% not enough support from their families.
When functional impairment of the dementia sufferer was
controlled for, they found that greatest burden
(measured using the same burden as that of Zarit et.
al. [1980] - above) was reported by those carers who
had been rated as not receiving enough family support.
However, the authors were surprised to find that almost
as much burden was reported by carers who had been
rated as receiving more than enough family support,
while least burden was associated with the receipt of
enough support. They suggest this arises because large
amounts of family support are given to some carers as a
result of their high levels of burden.
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In a rather complicated study, Brody, Hoffman and
Kleban et. al. [1989] report on the relationships
between caregiving daughters and their local siblings.
The primary caregivers were looking after widowed, non-
institutionalised elderly mothers, many of whom were
severely disabled, but not all of whom were dementia
sufferers., The authors point out that sibling
interaction is not necessarily always supportive and
positive - however, the primary caregivers did feel
rewarded when siblings gave them emotional support.
Those caregivers who reported most strain from hassles
had weaker feelings of family and sibling closeness,
felt strain from inter-sibling problems, did not feel
close to their families and had few local siblings.

FORMAL SUPPORT SERVICES

Within the area of formal support a variety of
different services may be available to community carers
of people with dementia - although it should be said
that due to financial or other constraints (or their
own wishes), the majority of carers will receive only a
small ration of these. Gilhooly [1990] has categorized
these formal services in the following terms:
Information and counselling to the caregivers;
Substitution services (for example, home helps, bathing
services, meals on wheels); Respite care (day care or
holiday admission); Financial help; and Dementia
therapies. The first three of these categories of
community support will be considered in this review.

A written self-help and information guide was given to

18 primary carers of dementia sufferers by Toner
[1987]. Half received it at the start of the study and
the rest (control group) after a 6 week delay. The GHQ
scores of the group which had received the booklet
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first decreased significantly over the 6 week period in
comparison with those to whom it had not yet been
given. Level of behavioural problems presented by the
dementia sufferers did not change over this period,
allowing Toner to conclude: "much of the real change in
stress levels arose from the provision of information,
both in terms of carers' increased knowledge about
dementia and it's problems and the consequent reduction
in feelings of uncertainty" [p.26]. Chiverton and Caine
report the pilot study results of a "brief educational
program” conducted with 20 spouse caregivers of
Alzheimer's disease sufferers. A further 20 carers
acted as a control group. The educational programme
consisted of three 2-hour, small-group (3 - 6 spouses)
sessions. The first half of each session consisted of a
didactic presentation of information, and the rest
allowed for discussion. The authors report improved
coping ability (measured on the Health Specific Family
Coping Index) for those who had completed the
programme. In addition, they had significantly greater
scores in the domains of "Therapeutic Competence" (for
example, ability to give medications), "Knowledge" (of
the illness and treatment) and "Emotional Competence"
(coping resources). They also note the support which
participants received simply from being part of a
group. This theme is also raised by Schmidt and Keyes
[1989] in a discussion of group psychotherapy with
family caregivers of demented patients, however these
authors do not provide any objective measures of change
in the subjective burden of those carers who attended
the group.

With regard to substitution services, Gilhooly [1984]
found that the home help service was associated with

significantly increased supporter morale and better
mental health. Frequency of visits by a community nurse
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was also significantly correlated with supporter
morale. Receipt of meals on wheels was not associated
with supporter morale or well-being. Gilleard, Belford
and Gilleard et. al.[1984] found no association between
any "input" variables (for example, professional help
received, family support) and supporter GHQ scores.
They suggest this could be because more distressed
supporters may receive more support, which in turn
serves to reduce their distress to a level similar to
those supporters who needed less help in the first
place. In her survey of the emotional' distress in three
groups of carers (daughters caring for a dementing
parent, mothers caring for a mentally handicapped child
and mothers caring for a mentally handicapped adult),
Whittick [1988] . found that although those caring for
dementia sufferers received significantly more home
help services than either of the other two groups,
there were no significant correlations between carer
well-being and the overall level of services received
for any of the groups. Barusch and Spaid [1989] also
report no association between caregiver burden and
either number of formal services received or receipt of
home-delivered meals by their group of 131 older spouse
caregivers.

With regard to respite care, Gilleard [1987] points

out: "One of the most frequently cited goals of psych-
geriatric day hospitals is the relief of strain amongst
relatives caring for the elderly patient" [p.219]. In
his study of 129 community referrals for
psychogeriatric day hospital he found that 3 months
after initial attendance the GHQ-30 scores of the
carers was significantly reduced, however there had
been no significant changes in either the number of
problems presented by the patients or the relatives'
strain. Day care thus reduced reported distress in
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supporting relatives, but not the actual problems or
strain of caring. Gilhooly [1984] on the other hand,
found no association between day hospital attendance
and either morale or mental health in her sample of
community caregivers. In-patient respite care has
similar aims to day care: "The theory behind respite
services suggested that unrelenting caregiving demands
may have unfavourable outcomes for the caregiver and
the impaired person. Periodic relief of such external
stress is therefore seen as directly therapeutic for
the caregiver and indirectly for the: patient” [Powell-
Lawton, Brody and Saperstein, 1989, p.1l4]. These
authors found that although respite care did not affect
levels of either caregiver burden or mental health,
satisfaction was very high. Families in receipt of
respite care managed to maintain the dementia sufferer
in the community for a few weeks longer on average.

The results of these studies suggest that - contrary to
"common sense" expectations - there is no clear and
direct relationship between level of carer subjective
burden and the receipt of formal support services. One
reason for this is suggested by Horowitz [1981 - cited
in Gilleard, 1984]. She also found no relationship
between carer strain and absolute level of formal
services received. However, expressed satisfaction with
services was associated with lower reported strain.
Horowitz argues that this means that what is important
is not the absolute 1level of services, but whether
services match a carer's level of need. Gilleard [1984]
points out that the direction of causality may run the
opposite way, with greater strain leading a carer to
express the need for greater formal service provision.

Plainly, the topic of the correlates of subjective
burden in the caregivers of dementia sufferers is both
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complex and difficult to unravel because of the way in
which different factors may be associated and thus
confound the issue. The majority of reports conclude
with recommendations for further research. Morris,
Morris and Britton [1988a] describe the currently
predominant cross—-sectional correlational —research
strategy as "preliminary even if it is supplemented
with multivariate statistics, giving some insight into
the causative factors determining the caregiver's
emotional well-being" [p.154]. They identify the need
for both 1longitudinal and intervention studies of
caregiver strain, in order to provide data upon which
decisions can be based in clinical practice.

VII, INSTITUTIONALISATION

Jolley [1981] cites two reasons for institutional care.
the first is when special investigations or expertise
are required in order to care for the patient. This is
of more relevance to patients with acute physical or
mental 1illnesses than to the majority of dementia
sufferers. The second reason, which is of far more
relevance to the admission of dementia sufferers is the
need for supervision which for some reason cannot be

continued in the community.

This section will attempt to answer the question of why
does community care break down? Which factors have been
found to be predictors of the institutionalisation of a
dementia sufferer? To be considered are the following:
Lack of available family caregiver; Behaviour of the
sufferer; Caregiver characteristics and well-being;
Bonds between sufferer and caregiver; Support available
to the caregiver.
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1. Lack of Available Family Caregiver

The presence of family support to the dementia sufferer
was found by Bergmann, Foster, and Justice et. al.
[1978] to be the most important factor determining
continued life in the community. Brody, Poulshock and
Masciocchi [1978] also found that the lack of spouse
and/or child carers were critical factors in the
decision of whether or not to place a chronically ill
or disabled (but not necessarily dementing) elderly
person into an institution. Tobin +and Kulys [1981]
confirm this when they suggest that
institutionalisation of elderly impaired people 1is
precipitated by the death of family caregivers or by
their moving away from the locality.

2. Behaviour of the Sufferer

While it might be assumed that the behaviour of the
dementia sufferer would influence the decision of
whether or not they should be institutionalised,
findings in this area are equivocal.

Brody, Poulshock and Masciocchi [1978] found that
differential levels of functional ability did not
predict the placement of chronically ill or disabled
elderly into institutional care. Although their sample
was not limited to dementia sufferers, Gilhooly [1986a]
reports similar results in a study of the factors
associated with preference for institutional care in 48
community supporters of a dementia sufferer. Following
intensive semi-structured interviews she rated
supporter "preference for institutional care" on a 7-
point scale, based on the answers to direct questions
in this topic area. (Gilleard [1984] reports that
attitudes and expectations about continuing the caring
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role are indeed predictive of future behaviour as a
carer.) Gilhooly found no relationship between this
rating and either supporter or day hospital staff
ratings of degree of impairment in the sufferer. In a
longitudinal study of the predictors of
institutionalisation of Alzheimer's disease patients,
Colerick and George [1986] also found no relationship
with patient variables such as severity or frequency of
symptoms or illness duration.

A greater number of studies have found sufferer
behaviour variables to be predictors of
institutionalisation. Wilder, Teresi and Bennett [1983]
suggest that it is not the presence of dementia itself
but rather the presence of "noxious" behaviours (for
example, aggressiveness, anger, hostility, or making
demands) which create unwillingness to continue
providing care. Levin, Sinclair and Gorbach [1984]
describe family supporters as becoming "gradually worn
down" such that institutionalisation becomes necessary
because of the strain resulting from problems such as
incontinence or "trying behaviours"™ in the dementia
sufferer. In an examination of those factors which
predicted institutionalisation within 6 months,
Gilleard [1984] reports that it was number of problems
faced rather than supporter strain or distress which
most closely influenced subsequent outcome. Morycz
[1985] 4identifies the need for a high degree of
physical labour (for example, toiletting, bathing or
feeding) in the care of the dementia sufferer as
increasing the desire of a supporter to

institutionalise that person.
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3. Caregiver Characteristics and Well-Being

Caregiver characteristics and well-being have also been
identified as as important predictors of the
institutionalisation of the dementia sufferer.

Levin, Sinclair and Gorbach [1984] found that high
levels of supporter strain (assessed via the GHQ) were
strongly associated with the placement of confused
elderly persons into permanent institutional care
within the following year. While she*did not find carer
morale or mental health to be significantly related to
preference for institutional care, Gilhooly [1986a] did
identify a number of other caregiver characteristics
which were so related. Caregivers who received a high
preference for institutional care rating were more
likely to Dbe younger, have other commitments
(employment or another dependant), have more contact
with friends but 1less satisfaction with help from
relatives. Broadly similar results are reported by
Colerick and George [1986] who found that caregivers
who institutionalised Alzheimer's patients were more
likely to be female, younger, children rather than
spouses, employed, in higher income brackets, reporting
high levels of stress and dissatisfaction with time
spent in recreational pursuits. Morycz [1985] also
reports caregiver subjective burden to be highly
predictive of desire to institutionalise a relative
with Alzheimer's disease.

4, Bonds Between Sufferer and Caregiver

If you have lived with a person for a very long time
and your affectional ties are strong it may be very
difficult for you to allow the institutionalisation of
that person. This is found in a number of studies.
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Close blood/role relationship, high quality of
premorbid relationship and 1living with the sufferer
(rather than 1in separate houses) were all found by
Gilhooly [1986a] to be strongly predictive of a low
preference for institutional care by the supporters of
dementia sufferers. Both Gilleard [1984] and Colerick
and George [1986] point out that spouse caregivers are
far less likely to relinquish the care of a dementia
sufferer to an institution than are other relatives.,
The latter authors describe spouses as both accepting
their role as caregivers and in addition as feeling
that the sufferer continues to occupy a central role in
their 1lives. Hirschfeld [1981] identifies current
relationship as the crucial variable in determining a
family's ability to continue caring for a dementia
sufferer at home. She defines current relationship in
terms of "mutuality". "Mutuality was defined as the
caregiver's ability to find gratification in the
relationship with the impaired person and meaning from
the caregiving situation. Another important component
to mutuality was the caregiver's ability to perceive
the impaired person as reciprocating within the
relationship by virtue of his/her existence" [p.160].
High mutuality was very strongly related to a negative
caregiver attitude toward institutionalisation.

5. Support available to the Caregiver

With regard to informal (family/friends) support,
Gilhooly [1986a] reports that those carers who have
more contact with friends but 1less satisfaction with
help from —relatives (which is not  necessarily
equivalent to actually receiving 1less help from
relatives) expressed a  higher preference for
institutional care of the dementia sufferer. Morycz
[1985], however, did not find that frequency of family
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interaction or that availability of back-up help were
related to caregiver desire to institutionalise elderly
patients with Alzheimer's disease.

Turning to formal service provision, as Gilhooly [1990]
indicates, the current ideology surrounding the
provision of services to community caregivers is that
they will slow patient decline and/or alleviate carer
burden, with the result that institutionalisation will
be delayed or ©prevented, thus reducing public
expenditure. However, as has been noted earlier
(section on "Effect of Support on Subjective Burden of
the Carer"), there is 1little evidence that formal
support of any kind has a strong impact in reducing
caregiver burden., We might assume from this, then, that
formal support will have a less than significant impact
on the decision to institutionalise a dementia
sufferer. The results of the available studies are
certainly neither unequivocal nor particularly
impressive in terms of the effectiveness of formal
services in the prevention of institutionalisation.

Neither day hospital care , the receipt of home help,
community psychiatric nurse visits, or meals on wheels
were found by Gilhooly [1986a] to significantly
influence ©preference for institutional care. She
suggests that this result may have arisen from the lack
of variation in the provision of services in the
locality which she studied. Contrary to what might be
expected, Colerick and George [1986] found that
caregivers who subsequently institutionalised a
dementia sufferer reported more support than those who
kept the sufferer in the community. They suggest that
this perhaps reflects "an effort to investigate all
potential relief sources before making a final
placement decision" [p.497]. Day care provision was
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found by Gilleard [1987] to significantly reduce
distress and allow some supporters to continue giving
care. However there were other supporters whose
distress was not alleviated by day care and whose
relative was institutionalised fairly rapidly. Finally,
as reported earlier, Powell Lawton, and Brody et. al.
[1989] report that respite care can delay
institutionalisation, although this was found to be
only by a few weeks on average.

Cicerelli [1986] sums up those factors which increase
the likelihood of institutionalisation of a dementia
sufferer as follows: little feeling of attachment or
sense of obligation to the sufferer, low coping ability
or intolerance of the problems of caring, insufficient
support of all kinds, and competing demands on the

primary caregiver.

VIII. SUMMARY

This chapter has examined the <effects of the
increasingly prevalent syndrome of dementia, not only
upon the sufferers themselves, but more particularly
upon their caregivers. By far the majority of these
caregivers are "informal", wusually the spouses or
children of the sufferers. Most are women.

Carers are burdened not only by the behavioural
disturbance or deficits in the sufferer, but also by
the changes they may have to make to accommodate
caregiving into their lives, the financial implications
of caring and the impairment which caring can produce
in their own physical health. The result of this is
"subjective burden" - that is, a deterioration in carer
mental health and well-being. Although the confounding

- 66 -



factors among studies of the correlates of subjective
burden can make their results difficult to untangle,
increased burden burden would appear to be related to
the following factors: disturbed or "noxious"
behaviours 1in the sufferer (as opposed to simply
needing to be "nursed"); a female caregiver; poor
quality of premorbid or current relationship; possibly
living with the sufferer; lack of family support and
possibly also lack of formal support services. It is
not really surprising that the presence of similar
factors have been found to increase the likelihood of
institutionalisation of the dementia sufferer.

How caregivers face the process of institutionalisation

is an issue which will be examined 1later in this
thesis. (See Chapter Six.)
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CHAPTER THREE

GRIEF

"Numerous other correspondents counselled patience
and endurance; time, they told me with maddening
unanimity, would heal. I resented the suggestion
bitterly; I could not believe it, and did not even
want it to be true. If time did heal I should not
have kept faith with Roland, I thought, clinging
assiduously to my pain, for I did not then know that
if the living are to be of any use, in this world,
they must always break faith with the dead."

[Following the death of her fiance, in France,

Christmas 1915. From "A Testament of Youth", Vera
Brittain, Virago, 1987, p.247.]

I. INTRODUCTION

It is now 35 years since Gorer first raised the issue
of "The Pornography of Death" [reprinted in Gorer,
1965], which discussed a shift in prudery such that it
was now the topic of death rather than sex which had
become an unmentionable in western societies. Rando
[1984] also refers to this public attitude towards
death, describing our culture as "death denying". Most
people are now shielded from contact with dying people
since death rarely happens at home and in public any
more, and there are few prescribed rituals for
recognizing death. Similarly, phrases like "Bass on" or
"at rest" are favoured, as though the word "dead"
causes too much discomfort when mentioned.

Despite this cultural attitude of denial, over this
same period there has been a steadily increasing number
of research reports and academic 1literature on the
topics of death and grief. Parkes [1986] in the
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introduction to his book "Bereavement" points out that
"when the first edition of this book was published in
1972, it was possible to mention most of the scientific
studies which had been carried out in the field of
bereavement. Now it is not" [p.15].

Osterweis, Solomon and Green [1984] suggest that this
widening interest in bereavement by health
professionals may be related to two recent social
developments. The first of these is the way that
achievements in medical science *have shifted the
location of death from the home to the institution, and
the cause of death from the acute infection to the
chronic disease. The second is the lack of traditional
social supports (either institutions or face to face
contact with members of the extended family) for the
provision of help to the bereaved.

This chapter will review the consequences of this
widening interest in bereavement and grief. It is in
four sections: firstly, descriptions of normal
uncomplicated adult grief; secondly, a discussion of
the notion of grief as a process of "phases" or
"stages"; thirdly, an examination of the question of
whether grief constitutes a health risk; finally, a
survey of some of those factors which may make an
individual more at risk for a poor outcome to their
grief.

It is recognized that this review does not even touch
upon certain very important aspects of grief, for
example, forms of "pathological grieving"”. It also
needs to be recognized that "normal" adult grief is
itself an enormous topic. It forms the subject of
numerous books, for example, Parkes [1986], Rapheal
[1984], Stedeford [1984], Osterweis, Solomon and Green

- 69 -



[1984], Rando [1984]. Not only that, but volumes have
even been written about particular aspects of post-
death adult grief, for example, Worden [1983], Stroebe
and Stroebe [1987]. Given this, the following chapter
cannot attempt to present an exhaustive review of the
academic literature in it's entirety. In particular the
third and fourth sections (grief as a health risk,
individuals at risk for a poor grief outcome) refer at
several points to review articles or volumes rather
than individual source reports.
A

To finalise this introductory section, a note on the
definitions of the three terms "bereavement"”, "grief"
and "mourning" as they are used in this review.
Bereavement is the state of having suffered a loss by

death. Thus, all the examples in this chapter are of
individuals who have lost a loved one through death, as
distinguished from becoming separated or divorced from
that person.

Grief is the normal response to the loss of a valued
object. Although normally only considered 1in the
context of a loss by death, it can occur after many
types of loss: loved person, cherished possession, job,
status, home, country, an idea, a part of the body - in
fact anything to which a bond or relationship has been
formed. The grief reaction has emotional, behavioural,
physical and social components.

Mourning is the cultural response to grief. For
example, rituals surrounding the funeral, wearing
"mourning dress", and in some societies, but
increasingly denied in western culture, the ritual
display of emotion. Thus, a bereaved individual is very
likely to attempt to follow the culturally prescribed
course of mourning whatever the course of their grief.
[Engel, 1961; Gorer, 1965; Rando, 1986].
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II., DESCRIPTIONS OF NORMAL ADULT GRIEF

Over the past 20 years a large number of published
descriptions of normal adult grief have appeared, based
on a rather smaller number of research reports. Prior
to that, wvirtually the only report was that by
Lindemann, titled "The Symptomatology and Management of
Acute Grief". Despite its having been published in
1944, in 1961 Bowlby was still able to write that among
attempts to conceptualise the processes of grief and
mourning in the psycho-analytic literature, "Lindemann
appears to be alone in making the first-hand study of
acute grief his main concern" [p.318]. Similarly, in
1965, twenty-one years after its publication, Gorer
described Lindemann's account as "to the best of my
knowledge, the first and still the most complete

analysis of the behaviour of recently bereaved persons"
[p.122].

In this section, five of the "classic" descriptive
studies of the emotional, behavioural and physical
aspects of normal adult grief will be reviewed. These
are followed by a review of the social aspects of
bereavement.

1. Lindemann's Observations

Lindemann [1944] published his observations on acute
grief following a series of interviews with 101
subjects. A criticism which has been made of his study
[Clayton, Desmaris and Winokur, 1968; Clayton, Halikas
and Maurice, 1971], is that his subjects comprised four
very different groups: (1) psychoneurotic patients who
lost a relative during the course of treatment; (2)
relatives of patients who had died in hospital; (3)
bereaved disaster wvictims and théir close relatives
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from the thus immortalised "Coconut Grove" fire; and
(4) relatives of members of the armed forces.

Despite this variety of subjects, Lindemann reports
that "the picture shown by persons in acute grief is
remarkably uniform". He identified the following five
features which "seem to be pathognomic for grief"
[p.142].

Somatic distress, occurring as waves of discomfort,

with sighing respiration, tight throat, choking and
shortness of breath, emptiness in thé abdomen, and lack
of muscular power.

Preoccupation with the image of the deceased and a

feeling of increased emotional distance from other
people.

Guilt, as the bereaved accuses him or herself of
negligence towards the lost one, and exaggerates minor
omissions.

Hostility and loss of warmth in relationships with
other people, often surprising to the bereaved, and
handled by a stilted social formality.

Change in patterns of behaviour. For example, pressure

of speech, particulafly concerning the deceased,
restlessness and searching for something to do, but
coupled with a lack of zest and inability to initiate
and maintain organised patterns of activity with the
realisation that so much of their activity was done in
relationship to the deceased and as such is now
meaningless.

Lindemann also described a sixth characteristic, which
he believed to be displayed by people bordering on
pathological grief reactions. This feature is the
appearance of traits of the deceased in the behaviour

of the bereaved; for example, the symptoms of their
final illness, or their interests, or their mannerisms.
Lindemann believed that this represented some sort of
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transformation of preoccupation with the image of the
deceased in this group of people.

A further criticism of Lindemann's work is the absence
of information concerning not only the time perspective
with regard to how frequently or how 1long after
bereavement his interviews were conducted, but also
with regard to the frequency of occurrence of the
reactions which he describes, and how they might vary
over time [Parkes 1970; Epstein, Weitz and Robach et.
al., 1975]. Despite this, all subsequent authors agree
that not only was Lindemann's an important study in the
pioneering sense, but also that his results were very
valuable and can be regarded "as a useful account of
symptoms of normal bereavement" [Ball 1975].

2. Parkes' Descriptions of Grief in London Widows

In his 1longitudinal, interview-based study of the
reaction of 22 London widows to the death of their
husbands, Parkes [1970] attempted to improve upon
Lindemann's descriptions by providing information about
the timing of his interviews, and the relative
frequencies of the reactions which he described, along
with their wvariation over time. Parkes conducted
lengthy semi-structured interviews with the widows at
1, 3, 6, 9 and 13 months after bereavement.

Parkes described the most frequent reaction immediately
after the husband's death as a state of numbness, with
difficulty in accepting the fact - a denial of the full
reality of what had happened, and sometimes accompanied
by a restless busyness. Alternating with this emotional
numbness were brief outbursts of distress, manifested
by crying, aggression, or panic attacks. This numb
period generally lasted about a week and was followed

-73 -



by a rise in the level of affective disturbance - such
that there was "a significant negative correlation
between overall affect in the first week after
bereavement and that in the third month" [p.450].
Parkes groups the reactions during this period wunder
two major headings; firstly, search for the 1lost
object; secondly, anger, guilt and associated features.

Searching, or pining for the dead person is manifested
by the following features:
Preoccupation with thoughts of the deceased, with very

clear memories and visualisations of the person, both
happy and disturbing (such as memories of the way they
were during the final illness).

Direction of attention to places and objects associated

with the deceased, for example, feeling drawn to old
haunts, visiting the grave, or treasuring their
possessions.

Perceptual set for the deceased, so that the bereaved

may misperceive auditory or perceptual stimuli as signs
of the deceased, for example, a creaking floorboard
might indicate the presence of the dead husband in the
house. Sometimes this amounted to transient
hallucinations, but these were always recognised as
such.

Parkes described the above three features as "each
components of a single process, and it is my contention
that they all reflect the urge to look for and, in some
sense to find the lost person" [p.453]. They were also
correlated with a fourth feature, crying for the lost
person.

Parkes found anger, wusually expressed as general
irritability or bitterness, was described at some point
during the first year of bereavement by the majority of
widows interviewed, although it was rarely continuous.
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If directed at an object at all, it was directed at
people - the deceased who had abandoned his widow,
doctors, or family members. Guilt was less of a problem
than anger but was apparent in approximately half the
widows interviewed; self reproach over generally
trivial omissions or commissions in their relationship
with the deceased, or during the events of the death.
Parkes describes his general impression as "of an
intense impulse to action, generally aggressive, which
was being rigidly controlled" [p.456].
A

This distress was not continuous. Parkes outlines forms
of mitigation, ranging from the involuntary initial
numbness to various strategies which were under
voluntary control. These include avoiding those
reminders of the deceased which they knew would trigger
distress, "selective forgetting” of painful memories
together with the evocation of pleasant thoughts and
idealisation of the deceased, or deliberate attempts to
distract themselves.

Parkes details three further aspects of the bereavement
reaction. Firstly, identification phenomena, very
similar to the characteristic which Lindemann believed
to be bordering on the pathological, namely that of the
appearance of traits of the deceased in the behaviour
of the bereaved. Parkes describes about half the widows
interviewed as tending to behave or think more 1like
their dead spouse, while a fewer number described
symptoms similar to those suffered by their husband
while he was dying, or feeling as if their dead spouse
was 1inside them or one of their children. Parkes
suggests that such identification phenomena may
represent a similar response to that of the sense of
the presence of the deceased. This may also be true of
a second further aspect of the bereavement reaction
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which is outlined by Parkes, namely clear and realistic
dreams about the deceased. The final aspect of grief
which Parkes describes here is the "inhibition of other
appetites and activities"; the widow is so involved
with grieving that she is unable to engage fully in
other areas of 1life, such as eating, sleeping, or
relationships with others.

By the time of the final interview, 13 months after
bereavement, the majority of widows still demonstrated
some degree of disturbance and were easily upset.
However, guilt and tearfulness were now rare, as was
the avoidance of painful reminders of the deceased. The
general health and appetite of the majority had
returned to normal, although some still experienced
restlessness. The majority still spent time thinking of
their dead husband and had a clear visual memory, while
many still had a sense of his presence and continued to
find it hard to believe he was dead. In fact, only 3 of
the 22 widows could be described as having adjusted
sufficiently well to widowhood as to be able to regard
thinking of both the past and the future as
pleasurable. 19 of . the 22 widows continued to live in
the house they had shared with their husbands. Over
half were working - 7 of whom had taken a job for the
first time - and they appeared to value their work and
the social contacts it gave them. Despite this, the
majority were financially less well off than
previously, and several had money worries. Their social
life was limited, and 1loneliness was described as a
common problem., As Parkes points out, at this time "the
process of grieving was still going on and although the
principal features were all past their peak there was
no sense in which grief could be said to have finished"
[p.464].
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3. Maddison and Colleagues - the Health of Widows

Following a series of studies, Maddison and Viola
[1968] describe the use of a questionnaire to gather
data on the health of 132 widows in the Boston (USA)
area during the vyear following the death of their
husband, and its replication with a sample of 243
widows in the Sydney (Australia) area.

The widows recorded many more complaints about their
health during the year following ‘bereavement than a
comparison group of matched controls over the same time
period. Psychological symptoms discriminated between
the widows and the controls best of all, in particular
depression, but also insomnia, "nervousness", and
"reduced work capacity". There was also a marked
increase in sedative and tranquilizer use by the
widowed group. Although symptoms such as headaches,
indigestion, and palpitations were very common among
the widowed group, there was no significant difference
in major diseases (for example, peptic ulcer, cancer),
between the bereaved and the control groups. The
authors conclude that these women were "unquestionably

sick".

4, Clayton and Colleagues - the Depression of Grief

Clayton and her colleagues have also described normal

bereavement, in a series of papers.

Clayton, Desmaris and Winokur [1968], outline the
results of a study which interviewed 40 relatives of a
series of hospital patients who had died, two to
twenty-six days after the death. They found only 3
symptoms - depressed mood, sleep disturbance, and
crying, occurred in more than half these subjects.
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Guilt and hostility were rarely voiced - but were not
systematically inquired about. Twenty-seven of these 40
subjects were given a follow-up interview two to four
months later, by which time approximately 807% had
improved, only 4% were worse, and only one relative had
sought psychiatric assistance during the bereavement
period. The authors note that their findings differed
from those of Lindemann in that the majority of their
subjects did not experience severe episodes of somatic
distress, and preoccupation with the 1image of the
deceased, guilt and hostility were® also rare. Those
subjects who were taking psychotropic medication or
were drinking heavily had also tended to do so prior to

bereavement.

In their discussion of their results, Clayton, Desmaris
and Winokur [1968] remark that they tend to corroborate
Freud's beliefs about grief, in that although it may
represent a serious departure from the normal attitude
of life, grief is not pathological and is generally
self limiting.

Clayton, Halikas and Maurice [1971] published the first
of a series of papers relating to a prospective study
of the bereavement of a randomly selected group of 109
widows and widowers. This was a description of the
first month of conjugal bereavement, obtained via a
gsystematic interview comprising questions about the
physical and mental health of ‘the survivor, their
social network, and their marriage. Their results were
generally in agreement with their previous study.
Crying, depressed mood and sleep disturbance were the
primary features of the first month of bereavement.
Poor concentration or memory, anorexia or weight loss,
and the use of tranquilizing medication of some form or
another was also common. Approximately 20% of these
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subjects expressed guilt, as found by Parkes [1970],
over trivial aspects of their behaviour either during
the illness or at the death, or else more generally
during their marriage. Restlessness was present in 457%
of the subjects. Anger, or blaming others was usual, as
were anxiety attacks. Clayton, Halikas and Maurice's
discussion of these results is very similar to that of
their earlier study. This is unsurprising in light of
the similarity of the results.

Clayton, Halikas and Maurice [1.972] followed the
previous study with a further examination of their
interview data from the 109 widows and widowers, but
this time concentrating solely on evidence for
depression. They drew up a series of criteria for a
diagnosis of depression (for example, low mood, loss of
appetite/weight 1loss, sleep difficulties, suicidal
thoughts). Thirty-five percent of their subjects
satisfied these criteria and thus received a diagnosis
of depression. Thirteen months later, a large
percentage of both the depressed and the non-depressed
groups had "become well throughout the entire period
of follow-up", however,”a subject depressed at one
month after the death had a significantly higher risk
of being depressed at one year" [Bornstein, Clayton and
Halikas et. al., 1973, p.562]. On the other hand, when
defined purely on the grounds of the onset of
depression at follow-up of a subject who had not been
depressed at one month after the death, the risk of
"delayed grief" was estimated to be only two percent.

5. Harvard Bereavement Study

The largest study of grief thus far is the "Harvard
Bereavement Study", with results published in two books
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[Glick, Weiss and Parkes, 1974; Parkes and Weiss,
1983].

Between 1965 and 1970, 43 widows and 17 widowers all
aged 1less than 45 years were interviewed on four
occasions each. Firstly, within about three weeks of
the death of their spouse - as near as possible to
bereavement. Secondly, approximately eight weeks after
the death - by which time the authors expected the
immediate reaction to loss to have subsided. Thirdly,
approximately thirteen months after' the death - after a
year of Dbereavement, but thopefully avoiding any
"anniversary reactions". (Jacobs, Schaefer and Ostfeld
et. al, [1987] note that the majority of bereaved
persons observe the first anniversary of the death of a
close family member, and they found this period to be
associated with health or psychological changes, for
example, depressed mood, nervousness, sleep or appetite
disturbance, in about half the bereaved spouses whom
they investigated). The final, follow-up interview in
the Harvard Bereavement Study took place two to four
years after the death. Slightly greater numbers of
subjects participated in fewer than all four
interviews.

Glick, Weiss and Parkes [1974] report that the reaction
simply to the loss of their spouse was similar for
widows and widowers, although the way the two groups
reacted to the traumatic disruption to their lives was
different.

The early reactions to death of a spouse were immediate
disbelief, shock, or Dboth. Crying was very common,
coupled with sadness and despair. Impaired sleep,
appetite, energy, and a general disorganisation
appeared in some bereaved. "In the early weeks of
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bereavement, shock, physical distress, bewilderment,

and deep despair dominated the picture" [1974, p.52].

The feelings of shock and unreality generally only
lasted a few days, coming to an end around the time of
the funeral. As it dwindled the sorrow emerged,
although by three weeks after the death about half
their sample were crying less than they had earlier on,
and as time went by crying tended to occur only in
private - described by Glick, Weiss and Parkes as
"solitary mourning" [1974, p.137].* The authors report
that some self-blame and guilt was evident, but anger
was much more commonly expressed - at either the spouse
or at others (for example, doctors), who were perceived
as having failed or misused the deceased. During this
period, which the authors describe as "intense
mourning" [1974, p.125], the Dbereaved engaged in
frequent compulsive thoughts, reviewing the events up
to and surrounding the death of their spouse, as though
searching for the meaning of their loss. The authors
believe that this activity could serve the useful
function of allowing the bereaved to take in the 1loss
both cognitively and emotionally. Anxiety, and
disorganisation were also prominent, as the bereaved
faced the prospect of coping alone. This was
particularly the <case for widows, who frequently
expressed the feeling of having been abandoned by their
husband. The majority of their subjects managed to cope
with these reactions without resorting to professional
help. Glick, Weiss and Parkes suggest that this was
perhaps because of a belief that grief was without
remedy, and that doctors would only prescribe pills
which they may start to rely on; as such they must try
to cope independently. By about two months after the
death, the majority of their subjects were beginning to
feel more like themselves again; "they had essentially
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mastered the psychological shock brought on by the
death of their husband and were beginning to direct
their energies to life without him" [1974, p.1l41].

Throughout the first year of bereavement most subjects
would think frequently of their dead spouse. However,
as time went by their memories would become more
realistic - as opposed to the earlier idealistic
images. These memories were often comforting, as was
the very commonly expressed sense of the spouse's
presence. As the reality of the dehth of their spouse
was accepted, the obsessional review of the
circumstances surrounding the death ended. It was often
around this time that activities such as sorting
through the clothes of the deceased could be faced; a
symbolic breaking of the ties.

By the end of the first year, some sort of new life had
often been established. For widowers this recovery of
normal roles and functions usually occurred sooner than
for widows. Glick, Weiss and Parkes [1974] suggest that
this results from their generally different social
situations; men were more likely to have to hold down a
job, and possibly the competing demands of work and
family life pushed them into considering remarriage in
order to re-establish an orderly life. In comparison,
widows were more 1likely to remain alone with their
children, sometimes out of continued loyalty to their
dead husband, sometimes because they assessed the risks
of a further 1loss as outweighing the benefits of
another relationship. By follow-up, approximately one
third of the widows and about half the widowers were
moving towards remarriage.
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6. Social Aspects of Bereavement

The majority of descriptions of bereavement note that
not only does it mean loss of the loved one, but also
loss of the roles and the 1life built up around that
person - thus it is a social as well as an emotional
process. For example, Parkes [1986] writes that the
loss of a husband "may or may not mean the loss of a
sexual partner, companion, accountant, gardener, baby-
minder, audience, bed-warmer, and so on, depending upon
the particular roles normally perfotmed by the husband”
[p.27]. There are also what Parkes terms "secondary
losses”, for example, a possible reduction in family
finances.

As Bowling and Cartwright [1982] note, the fact that a
bereaved spouse has to take on new roles at the same
time as adjusting emotionally to their loss will tend
to magnify the enormity of these changes. However, if
the deceased had a long and disabling terminal illness,
the survivor may have assumed many of their traditional
roles before their actual death. Some bereaved spouses
seem to regard the taking on of new roles as a
challenge, whereas others resent having to learn new

tasks.

Ball [1977] notes that "widows are unique in that they
experience not only object loss but role loss as well"
[p.309], and it is likely to be particularly so for a
widow who previously defined her identity solely in
terms of "wife". Glick, Weiss and Parkes [1974] 1list
some of these roles in their description of "The Widow
as Mother and Provider" as follows: informing her
children of their father's death; deciding how to
handle her own grief in front of her children; coping
alone with, and setting rules for, often troublesome or
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disturbed children; organising family budgets,
including the provision of income; possibly taking up
paid employment for the first time in their lives; and

simply having to make decisions alone.

Osterweiss, Solomon and Green [1984] refer to the fact
that in modern western societies there is generally
less traditional support for the bereaved person, for
example, extended families or religious rituals.
Similarly, there is conflict in these societies between
treatment of bereaved persons as though their loss is
trifling (for example, negligible/no official 1leave
from work granted in the event of a death in the
family, societal discomfort if a Dbereaved person
expresses their grief in public), and the expectation
that they will conduct themselves in a manner regarded
as respectful to the deceased (for example , the often
subtle censure of the widow who begins to socialise
"too soon" after her husband's death). Gorer [1965]
points out that it is usually only the initial period
of "shock" which is given social recognition in western
societies. Once the funeral is over, most bereaved are
left to face the period of "intense mourning" without
either support or guidance.

The majority of authors note the isolation of the
bereaved spouse, in particular widows. Gorer [1965],
for instance, describes the avoidance of his widowed
sister-in-law by her friends: "they treated her, she
said, as though she were a leper" [p.l5]. Only 4 of the
22 widows studied by Parkes [1970] could claim more
social contacts thirteen months after bereavement than
when their spouses were still alive. As has already
been described, early in the grief process the majority
of the bereaved are still so involved with resolving
their relationship with the deceased that they have no
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wish to enter into social situations, becoming isolated
and withdrawn. But as Raphael [1984] points out,
however willing a bereaved person may later be to re-
enter society, the structure of modern western
societies can make this difficult: society is oriented
to couples, a single person is thus the odd one out.
Glick, Weiss and Parkes [1974] quote a widow who
described herself as feeling 1like a "fifth wheel"
socially, Dbelieving that others did not feel
comfortable in her presence. This is particularly the
case for widows due to their ‘greater numbers in
society, whereas widowers, particularly younger ones,
may actually be regarded as quite eligible. The result
of this is that widows in particular may seek out the
less threatening society of others in a similar
position to themselves. Glick, Weiss and Parkes point
out that the bereaved will continue to express great
loneliness unless they are able to find a partner who
can take the place of their spouse. It 1is not
surprising then, to discover that Bowling and
Cartwright [1982] found 1loneliness to be the most
common problem identified by the elderly widowed in
their study: 33% of their subjects replied "loneliness"
when asked "Thinking about your 1life now, is there
anything that you feel is a particular problem?”

ITII. GRIEF AS A PROCESS

Because some of the features of grief appear to be
characteristic of certain stages of the bereavement
period, the majority of authors describe grief as
consisting of "phases"” or "stages”, each with differing
characteristics. For example, Parkes writes as follows:
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.. grief is a process and not a state. Grief is
not a set of symptoms which start after a loss and
then gradually fade away. It involves a succession
of clinical pictures which blend into and replace
one another. ... each of these stages of grieving
has its own characteristics and there are
considerable differences from one person to
another as regards both the duration and the form
of each stage. Nevertheless, there is a common
pattern whose features can be observed without
difficulty in nearly every case, and this
justifies our regarding grief as a distinct
psychological process." [1986, p.27].

As Stroebe and Stroebe [1987] point+out, although there
are differences in opinion over exactly how many phases
of grief a bereaved person experiences, and over the
terminology used to describe these phases, there does
seem to be a general consensus about the nature of the
process.

Bowlby [1961] initially described three phases of
mourning: "In old and young, human and sub-human, loss
of loved object leads to a behavioural sequence which,
varied though it be, is in some degree predictable"
[p.351]. These are: Phase One - "Urge to Recover Lost
Object"; Phase Two - "Disorganisation”; and Phase Three
- "Reorganisation”. Parkes [1970], also describes three
phases of grief: firstly, "numbing”; secondly,
"yearning and protest"; and thirdly, "disorganisation".
Parkes [1986], and Bowlby [1980], each acknowledge
their close working relationship and their sharing of
ideas, so it is perhaps not surprising that by 1980
Bowlby acknowledges that his initial description of
three phases of mourning omits an important though
brief first phase, that of numbing. This notion of a
four phase process will now be used as a framework to
describe grief.
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1., Phase One - Numbing

This is variously described as "numbness" [Parkes,
1970; Bowlby, 19801, "numbness and disbelief"
[Stedeford, 1984], "shock" [Gorer, 1965; DeVaul, Zisook
and Faschingbaur, 1979],"shock and disbelief" [Engel,
19611, "shock, numbness and disbelief" [Raphael, 1984],
"acute shock" followed by a "controlled phase" [Pincus,
1976], and, rather disconcertingly by Rando [1984],
"avoidance”.
A

Immediately after the death of a loved one, and before
the onset of acute grief, the newly bereaved person may
experience an emotional numbness. Intellectually they
accept what has happened, but even so, the majority of
the time they feel nothing. Breaking through this calm
there may be sudden outbursts of intense emotion or
panic attacks. Disbelief is expressed, with a sense of
unreality and distance, as though what has happened
cannot be true and must be happening to someone else.
It is as if the newly bereaved is "in a dream or a
nightmare from which he will awake" [Raphael, 1984,
p.34]1, but while saying "I just can't believe it", the
majority will realise the incongruity of this

statement.

Raphael [1984] notes that although this shock and
numbness is most severe when the death is unexpected,
it occurs to some extent even when a death is
anticipated. Similarly, "mourners often complain that
they were not prepared for what it would be 1like"
[Pincus, 1976].

Stedeford [1984] suggests that this phase has a

protective function, allowing the bereaved to gradually
take in the implications of the loss over a period of
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time. Similarly, Rando [1984] describes this phase as
representing a desire to avoid the terrible
acknowledgement that that which was loved is now lost;
denial functions as a buffer, "emotional anaesthesia”
[p.29], allowing the bereaved person to gradually take
in the reality of the 1loss.

Most authors agree that this stage usually lasts only a
few days, and a maximum of two weeks in normal
uncomplicated grief. Often it ends around the time of
the funeral - when the sight of thé coffin or sympathy
from relatives and friends mean the reality of the loss
cannot be denied any more.

2. Phase Two - Yearning and Searching: Urge to Recover
Lost Object

Described as "yearning and protest™ [Parkes, 1970];
"urge to recover lost object" [Bowlby, 1961]; "yearning
and searching for the lost figure: anger" [Bowlby,
19801]; "searching" [Pincus, 1976]1; "developing
awareness of the loss"™ [Engel, 1961]; T"intense
mourning" [Gorer, 1965]; "acute mourning" [DeVaul,
Zisook and  Faschingbaur, 1979]; "acute grief"
[Stedeford, 1984); "separation pain" [Raphael, 1984];
"mental anguish" [Ball, 1977); and "confrontation -
angry sadness" [Rando, 1984].

As the numbness and denial fade away, the real pain and
misery of grief are felt most intensely., Waves of
distress break over the bereaved person. There 1is
intense pining for the dead person, sobbing, and a high
level of psychological arousal manifested by
restlessness, agitation and insomnia. Grievers often
experience panic and anxiety at this stage, stemming
from having to face the unknown: "bereavement
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invalidates a host of assumptions about the world"
[Parkes, 1985].

Two other important features also tend to distinguish
this phase. The first is a sense of the presence of the
deceased. This manifests itself as preoccupation with
thoughts of the deceased, for example, ruminating about
their death, dreaming about them, and also
misinterpreting signals such as a noise or a view of a
person across the street as meaning the deceased is
returning. The second feature is Anger, and sometimes
also guilt. Stedeford points out that "to bereave" can
be literally interpreted as "to rob" or "to
dispossess”, and as such the bereaved person will
experience a sense of outrage: he or she has been
robbed not only of someone precious, but also of many
hopes for the future. She believes that if this anger
is acknowledged and either borne alone or shared, it
will be gradually dissipated. However, if not
acknowledged, it may be displaced or suppressed.
Suppression of anger may result in depression or
psychosomatic illness. Displacement of anger and blame
can occur in any of several directions: onto the self,
when it results in guilt over instances when the
bereaved might have done or said something differently;
onto those around them, when it results in alienation
or irritability and accusations that no-one cares or
understands what they are going through; onto the
professionals who cared for the deceased, when it
results in complaints of mnegligence and possibly
litigation; and finally, onto God, with a resulting
loss of faith.

The majority of authors follow Bowlby [1961, 1980] and

Parkes [1970, 1986] in regarding this stage as
representing an attempt to recover the 1lost one; a
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biologically adaptive mechanism in social animals. When
infants miss their mothers, their first response is
usually to cry. This is adaptive because it will
usually hurry the mother's return. Other social animals
also have "lost calls" designed to provoke reunion;
other social animals also engage in anxious searching
for lost mates or pack members. Again this is adaptive
because such a search may lead to reunion with the lost
companions. It is thus not surprising that a bereaved
individual will engage in crying or calling the dead
person's name, thinking intensely about them,
restlessly moving about and scanning their environment,
developing a perceptual set for the lost person with
the result that they are misperceived as present, and
directing their attention to those parts of the
environment which are associated with the deceased.
Similarly, a demonstration of anger and aggression can
be useful in achieving the return of a temporarily
missing mother or partner - and 1in demonstrating
displeasure at their disappearance, thus ensuring that
it is less likely to occur again. Anger, then, can also
be understood as an expression of the urge to recover
the lost object. The problem is that in the case of
bereavement the loss is permanent. Neither searching,
crying, or anger will recover the deceased person. The
result will be a deep sadness in the bereaved person.

3. Phase Three - Disorganisation and Despair

Once again, variously described: "disorganisation"
[Parkes, 1970]; disorganisation and despair" [Bowlby,
1961, 1980; Parkes, 1986]; "depression and despair"
[Stedeford, 1984]; "finality and mourning"” [Raphael,
1984]. However, several authors regard this as a
further part of the previous phase [Engel, 1961; Gorer,
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1965; Pincus, 1976; Ball, 1977; DeVaul, Zisook and
Faschingbaur 1979; Rando, 1984].

As noted above, all 1longing, searching, and other
attempts to retrieve the deceased must in the end be
fruitless. Eventually therefore, they dwindle and
extinguish due to 1lack of positive reinforcement
[Averill, 1968]. This is followed by a period of
uncertainty, aimlessness and apathy, characterized by
depression and withdrawal. The depression of the
bereaved may be distinguished from*a depressive illness
in that it 1is rarely associated with fear of losing
one's mind, is not retarded, rarely results in self
deprecatory cognitions or suicide, and is not so
commonly associated with a family history of
psychiatric illness. Thus "grief is grief and is not a
model for psychotic depression" [Bornstein, Clayton and
Halikas et. al., 1973].

This phase is one of review and undoing the bonds that
went into building the relationship. The bereaved
person goes over the memories, thoughts and feelings
associated with the dead person, both on their own and
when talking with others. Sadness for all that has been
lost 1is the predominant emotion. The bereaved may
become so preoccupied with focussing on the dead person
that their current day-to-day life seems meaningless
and becomes disorganised. Life without the deceased may
seem purposeless, and the bereaved may rely on other
people to organise his or her daily activities.

This stage 1is often regarded as representing the
gradual "emancipation from the bondage of the deceased”
[Lindemann, 1944, ©p.143] - necessary before the
bereaved can continue with their life or invest in
further emotional relationships. Pincus [1976] and
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Worden [1983] both discuss this as akin to the healing
process following a physical wound. After a loss the
bereaved individual will become healed not by simply
forgetting the deceased but by "internalizing" them so
that gradually the dependence on the external presence
of the deceased is diminished. Stedeford [1984]
describes this "healing" process to her clients as a
smoothing off of the raw surfaces created by
bereavement so that "you become a rounded person
again", but "bigger than when you began. You will take
into yourself some of his characteristics" [p.154].

4, Phase Four - Reorganisation

This final phase is also given a variety of different
titles by different authors: "reorganisation" [Bowlby,
1961; 1980], "recovery" [Parkes, 1986], "restitution
and recovery" [Engel, 1961], "resolution" [Ball, 1977;
DeVaul, Zisook and Faschingbaur 1979; Stedeford, 1984],
"adaptation" [Pincus, 1976], "re-establishment" [Rando,
198417.

Gradually the attention of the bereaved person shifts
away from the deceased and towards their world without
that person. They begin to build up new behaviours in
place of those which were discarded as meaningless
following the loss of the dead person. They begin to
realise that life can go on without the deceased and
indeed that new relationships may be possible - "the
beginning of the emotional and social reentry back into
the everyday world" [Rando, 1984, p.35]. This may be
accompanied by a sense of achievement and new
independence as the bereaved realises that they are
capable of filling some of the roles previously
occupied by the deceased. Although they cannot forget
the lost person, their memories at this stage are
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generally realistic and not associated with pining or
sadness, However, a continued, often acute loneliness
is common.

How long it takes to reach this stage has been
variously estimated by different authors. As Worden
[1983] points out, there can be no prescriptions for
the duration of grief: "In some cases grief goes on for
a relatively brief period of time, while in others it
seems to go on for ever" [p.29]. The earlier studies
generally estimated grief to be a fairly brief process:
Lindemann [1944] wrote that with a psychiatrist to
share the grief work, the normal adult grief reaction
should settle within four to six weeks. Clayton,
Desmaris and Winokur [1968] found that the bereavement
symptoms in 81% of subjects followed up 2-4 months
after the death of a relative had improved, and that
those who had done so dated their improvement to 6-10
weeks after the death. Parkes [1986] however, described
the process of grieving as still going on 13 months
after bereavement in the widows whom he interviewed.
The Harvard Bereavement Study concluded that most
widowed would probably have accepted their 1loss and
accomplished most of the work of review within a year
of Dbereavement, but that it might take 2 or 3
additional years to firmly establish a new identity
[Parkes and Weiss, 1983]. Bowlby [1980] discusses the
bias in the earlier studies towards underestimating not
only the intensity of distress and disablement of
grief, but also the speed at which a normal healthy
person should be able to completely get over a
bereavement. He supposes that this denial of the
effects of grief results from the impotence which we
feel when faced with a bereaved person to whom no-one
can bring true comfort.
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5. Grief - "Phases" and "Stages", or Simply "Reactions"”

and "Components"?

It has been emphasised by many authors that the
description of grief as a process of "phases" or
"stages" should not be interpreted too literally. Even
while first delineating his "Three Phases of Mourning",
Bowlby [1961, p.331] points out that the sequence does
not run a smooth, unvarying course, and that although
there 1is a plainly discernible trend through the
phases, both behaviour and feeling may oscillate
violently, particularly soon after bereavement. Again,
Bowlby [1980] describes his (by now) four phases of
mourning as not clear cut, although an overall sequence
can be described. Raphael [1984] notes that as well as
passing backwards and forwards among the phases of
grief, an individual may become stuck in one or another
(which, should it be long lasting would represent a
form of pathological grief). Both Osterweiss, Solomon
and Green [1984] and Rando [1984] warn against the
temptation to regard grief as a series of neat,
individual stages, since such a simplification "might
lead people to expect the bereaved to proceed from one
clearly identifiable reaction to another in a more
orderly fashion than wusually occurs" [Osterweiss,
Solomon and Green, 1984, p.48]. The result of this can
be an attempt to wunderstand an individual grief
reaction by forcing it dinto one or other stage as
outlined by the theory, rather than relating it to the
individual's experiences and personality. Rando [1984]
therefore rejects the use of the terms "stage" or
"phase” to describe grief and instead opts for
presenting "reactions", which she warns may not all be
experienced by every griever and on the other hand may
not be all that every griever experiences.
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To complete this discussion, it should also be noted
that this description of grief as a process of "stages"
or "phases"” would not be endorsed by every single
author on the topic. In his discussion of "grief work"
(emancipation from the ©bondage of the deceased,
readjustment to the environment in which the deceased
is missing, and the formation of new relationships),
Lindemann [1944, p.143], describes the bereaved as
having to yield to the grief process, but in this
context Lindemann seems to be simply referring to the
discomfort of bereavement, rathet than grief as a
serial, stage-like ©process. Bugen [1977], while
acknowledging that the prevalent approach to the
process of mourning is that of stages of bereavement,
suggests instead "a theoretical conception that is not
tied to a fixed order of emotional states" [p.196]. He
criticises the writings of those who subscribe to a
"stage" concept of grieving for the following five
"theoretical weaknesses and inconsistencies". Firstly,
the authors generally acknowledge that the stages they
describe are not separate entities but blend into one
another. Secondly, Bugen notes that the stages may not
always succeed each other in the prescribed order.
Thirdly, not every stage need be experienced by every
individual. Fourthly, different individuals will
experience differing intensities and durations of any
one stage. Finally, while these authors write about
grieving as "staged", they present 1little empirical
evidence to back up this assertion. Bugen therefore
presents a model which suggests "that stages, in the
strictest sense, do not exist in the grieving process.
Instead ... the existence of a variety of emotional
states is the essential point, and not the need to
order them" [p.197]. His model suggests that the
intensity and duration of human grief can be predicted
by two factors, the closeness of the relationship and
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the mourner's perception of the preventability of the
death. Ramsay [1979] agrees with Bugen "that the muddle
of stages and components has caused theoretical and
practical difficulties" [p.220]. He attempts to impose
order onto the confusion by proposing a scheme of
phases or components of grief. These include shock,
disorganisation, searching behaviour, emotional
components (subsuming pining, despair, guilt, anxiety,
jealousy, shame and protest), resolution, acceptance
and reintegration. Ramsay acknowledges individual
differences in suggesting that one person does not have
to experience all components. Most importantly, he
suggests that the emotional components "can appear in
any order, with varying intensity and importance for
different persons ... they ebb and flow" [p.222]. He
notes that denial plays a part throughout the process,
while reintegration, at the end of his list of grief
components is a long, difficult process which suffers
interruptions and setbacks, particularly at
anniversaries and festive occasions. Ramsay presents
this scheme within the context of treatment for
pathological grief. He suggests simply that the
therapist should know which phases and components can
exist, so that explorations can be made to check if one
component is causing problems. He does not suggest that
each grieving person should experience each component
in a predetermined stage-like fashion.

IV, IS GRIEF A HEALTH RISK?

Engel [1961], asked the question "Is Grief a Disease?"
He concluded that indeed grief did fulfil all the
criteria of a discrete syndrome with relatively
predictable symptomatology and course: firstly, grief
involves suffering and impaired capacity to function;
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secondly, we can identify a consistent etiologic factor
- that of loss; thirdly, the grieving person is often
obviously and objectively distressed and disabled.

Since then, the majority of authors have concentrated
not so much on whether grief itself can be regarded as
a disease, but whether it might cause illness and
death, in other words, whether grief is a health risk.
This section will examine the relationship of grief to
mental and to physical health, and to mortality rates.
It will conclude with a survey of the reasons which
have been put forward to explain the relationship
between bereavement and health and mortality. The aim
of this section is to demonstrate that grief may have
considerable effects on health, and if only for this
reason is worthy of concern.

1. Does Grief Affect Mental Health?

Given that the central features of grief are emotional
distress and 1long-term sadness, it is perhaps not
surprising that bereavement 1is associated with an
increase in psychiatric morbidity.

As noted previously, Clayton and her colleagues have
focused on depression following bereavement. They
report depressed mood, sleep disturbance, and crying in
more than half a series of 40 bereaved people within
the first month after the death of a relative [Clayton,
Desmaris and Winokur, 1968]. Thirty-five percent of a
group of 109 randomly selected widows and widowers had
a collection of depressive symptoms similar to those
common in psychiatric depressed patients [Clayton,
Halikas and Maurice, 1971]. A year later 17% of these
109 subjects could be diagnosed as depressed
[Bornstein, Clayton and Halikas et. al., 1973]. Also
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noted earlier were Maddison and Viola's [1968],
findings that when comparing matched controls with a
group of 375 unselected widows thirteen months after
bereavement, it was psychological symptoms
(nervousness, depression, fear of nervous breakdown,
panic, fears, repeated peculiar thoughts, nightmares,
insomnia, trembling), which differentiated most
consistently between the groups.

Parkes [1970], assessed the psychological state of 9
out of the 22 widows whom he interviewed as "definitely
worse" 13 months after bereavement than prior to the
terminal illness of their spouse. Of the rest, 7 were
probably worse, 3 unchanged, and only 3 better. The
Harvard Bereavement Study compared their group of
widows and widowers 13 months after bereavement with a
matched group of married controls [Parkes and Weiss,
1983]. They found their bereaved sample were especially
likely to report more symptoms associated with the
functioning of the autonomic nervous system - that is,
symptoms of "tension" (for example, twitching,
sweating, palpitations). They also displayed a greater
incidence of emotional distress (for example,
restlessness, finding 1life a strain, depression,
insomnia, and changes 1in appetite). Finally, the
bereaved group reported increased use of psychotropic
medication, alcohol and smoking.

With regard to the incidence of other psychiatric
disorders following bereavement, Stroebe and Stroebe
[1987], and Osterweis, Solomon and Green [1984], review
reports of an over-representation of the widowed
relative to the married for incidence of mental
disorder and psychiatric admission - certainly within
the first year following bereavement. The conclusion,
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then, is that the newly widowed are at risk for
psychiatric illness and hospital admission.

2. Does Grief Affect Physical Health?

Although Maddison and Viola [1968], report a high
frequency of symptoms such as headache, aching,
fatigue, indigestion, palpitations and chest pain in
their widowed group when compared with controls, this
excess of physical complaints did not extend to
increased frequency of severe diseases in the bereaved.
Parkes [1970], described the physical health of 6 of
the 22 widows interviewed as definitely worse 13 months
after bereavement than before the illness and death of
their husbands. Their symptoms included headaches,
digestive disturbances and aching limbs - but again no
severe diseases.

Parkes and Weiss [1983], <compared the Thospital
admissions of their group of widows and widowers with
their group of matched controls over the year following
the Dbereavement or the interview. More bereaved
subjects had been admitted and it appeared to the
authors that the conditions which had precipitated
their admission were more serious than those
precipitating admission in the controls. They conclude
that even if bereavement did not actually produce the
disability reported it is 1likely that it had
exacerbated it.

Osterweis, Solomon and Green [1984], review the
evidence linking certain medical disorders to
bereavement. They present reports of associations
between bereavement and hyperthyroidism, diabetes, some
cancers and cardiovascular disease. Nevertheless, their
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overall conclusion is that apart from cardiovascular
disease, any evidence for an association is meagre.

3. Does Grief Affect Mortality Rates?

Lieberman and Jacobs [1987], describe the two methods
which can be used to assess the mortality of
bereavement. One is to conduct a cross-sectional
comparison of death rates in bereaved as compared to
non-bereaved groups. The second is to conduct a
longitudinal prospective examina;ion of groups of
bereaved persons. They conclude their review: "Both
types of study consistently demonstrate an elevated
risk of mortality in acutely grieved individuals"
[p.28].

The o0ld concept that bereavement is associated with an
increased mortality rate for close relatives was
examined in a cross-sectional study by Rees and Lutkins
[1967]. During a six year survey in a small Welsh
market town they found a seven-fold increase in risk of
death for bereaved close relatives (spouse, child,
parent or sibling) as compared with a matched control
group of non-bereaved. The increase in risk was found
to be greater for male than for female relatives, and
for widowed people as opposed to those whose parent had
died.

In their review of "The Mortality of Bereavement",
Jacobs and Ostfeld [1977], note the association between
widowhood and suicide, particularly for men. They
describe reports demonstrating higher mortality in non-
married groups when compared with married, and among
the non-married in particular in the widowed rather
than the single, divorced, or separated. They refer to
the increased mortality rate for widowers within the
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first 6 months of bereavement - whereas for widows the
second year after bereavement may represent the period
of highest risk. They note the over-representation of
cardiovascular diseases as a cause of death in the
bereaved.

Similarly, Osterweis, Solomon and Green [1984],
conclude from their review of the mortality studies
that bereavement is associated with a statistically
significant increase in mortality for men under 75
years of age, most particularly in the first year, but
possibly for as 1long as six years if they remain
unmarried. The evidence is less clear for women. Older
widowers and single men whose mothers have died are at
increased risk from suicide. Again, the evidence for
suicide is weaker for women. Widowers are more likely
to die as a result of accidents, cardiovascular disease
and some infectious diseases than married men. Widows
are more likely to die from cirrhosis than married

women.,

Finally, following their review of the mortality
.literature, Strobe and Stroebe [1987], conclude that
"with the exception of a few studies which employed
small samples, findings from 1longitudinal studies
substantiated the evidence from cross-sectional
research indicating significant increases in mortality
following marital bereavement" [p.161].

4, Why Does Grief Affect Health?

In fact the question here should still be, "Does grief
affect health?" The reason for this is that the
evidence reviewed above does not allow us to
distinguish between two major hypotheses with regard to
the association between bereavement and ill health or
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death. These are: firstly, that grief itself can
produce illness or death; secondly, that bereavement
can result not only in grief but also "the event of
conjugal loss identifies a group that has an excessive
risk of mortality for other reasons" [Jacobs and
Ostfeld, 1977].

With regard to the hypothesis that it is grief itself
which produces illness or death, two possible causal
mechanisms have been identified. The first of these is
suicide. In their review Stroebe ,and Stroebe [1987],
note that the rate of suicide is considerably higher
among the widowed than among the married, certainly
among men, and most especially in the period very soon
after a death, as would be expected if suicide is taken
as a behavioural indicator of the despair of grief. The
second causal mechanism is what has been described as
"the classical broken heart” [Parkes, 1985]. It has
been noted that among the bereaved there is an over-
representation of <cardiovascular diseases. Parkes
[1985, 1986], hypothesises that given the well known
effects of emotion on the coronary arteries, it 1is
possible that the physiological accompaniments of
severe grief exacerbate heart disease in those people
for whom it is already present at a considerable level.
Until this mechanism is further researched, however,
other causes of heart disease following bereavement
cannot be ruled out, for example, increased smoking or
alterations in the diet.

With regard to the hypothesis that it is not grief per
se which produces an elevated risk of mortality,
several causal mechanisms have been postulated
[Epstein, Weitz and Roback et. al., 1975; Jacobs and
Ostfeld, 1977; Jacobs and Douglas, 1979].
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The selection hypothesis states that those widowed who

are in good health tend to remarry quickly and select
themselves out so that only those of the widowed
population who have a high risk of illness and
mortality remain.

The homogamy hypothesis states that knowingly or

unknowingly the unfit marry the unfit, thus increasing
the likelihood that both partners will die around the
same time.

The joint unfavourable environment hypothesis states

that both partners may have shared‘common unfavourable
environments thus again increasing the likelihood that
both will die around the same time. An extreme example
of this would be that if a married couple had a car
crash in which one partner died immediately and the
second a few hours later, that second partner would
count among the bereaved in the mortality statistics.,

The behaviour change hypothesis states that because the

deceased is not available to encourage or support
adaptive behaviours, the bereaved person may cease
activities such as visiting the doctor, taking
medication as prescribed, or eating sensibly.

Although it is still not entirely clear which of the
above mechanisms best accounts for the mortality of
bereavement (other than by suicide), Epstein, Weitz and
Roback et. al., [1975], state that physiological
effects of grief (the broken heart) plus the behaviour
change and the joint unfavourable environment
hypothesis seem to account for the data more adequately
than either the selection or the homogamy hypotheses.
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V. ARE SOME PEOPLE AT GREATER RISK FOR SEVERE GRIEF?

Not every bereaved individual suffers grief to the same
extent. Indeed, as Parkes [1985] points out, not every
loss is necessarily even harmful, and many individuals
"come through the stress of bereavement stronger and
more mature than they were beforehand" [p.1l1].

A great many factors have been postulated as placing an
individual at greater risk for an adverse outcome
following bereavement, either in ,the form of a more
severe grief reaction, or adverse health consequences.
A brief review of these factors follows. The
characteristics of the Dbereaved subject will be
considered first, followed by the relationship of the
bereaved to the deceased, and finally those factors
which appear after the death. The effect of the
circumstances surrounding the death will not be
considered in this section.

1. Characteristics of the Bereaved Subject

AGE:

Maddison and Walker [1967] found that out of various
social and personal characteristics of the 132 Boston
widows who completed a health questionnaire, "only age
of widow and age of husband were found to have a
statistically significant relationship to illness
score, with younger widows and/or widows of younger
husbands reporting greater deterioration in health
following bereavement" [p.l1065]. Similarly Ball [1977]
found that middle and old age widows had a
significantly 1lower 1level of grief responses as
measured by a self-report questionnaire, than did young
widows. Parkes [1986] describes finding that widows
under 65 years of age were much more likely to consult
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their GP for help with emotional problems, and to
increase their consumption of sedatives following
bereavement than were older widows. In view of the
evidence 1linking more intense grief reactions with
younger age, the Harvard Bereavement Study decided to
only select subjects under 45 years old, in order to
maximise the 1likelihood of encountering troubled
recoveries [Parkes and Weiss, 1983].

Thus the evidence is that grief intensity - certainly
for women - is significantly inversely related to age.
Stroebe and Stroebe [1987] sum this up: "... the
majority of the studies on age and bereavement outcome
documented the relatively good adjustment of older
widowed compared with younger ..." [p.187]. However,
they warn against assuming from this that the older
widowed might not suffer severe grief.

GENDER:

It is actually quite difficult to begin to determine
the effects of gender on bereavement outcome, because
the majority of studies only have female subjects. This
is because they are relatively so much more common, for
as Gorer [1965] points out: "widowhood is the 1likely
lot of every British married woman, for women are
longer lived than men, and usually, younger than their
husbands" [p.91].

Osterweis, Solomon and Green [1984] report a
disagreement in the results of studies which examine
the effects of gender, with some finding men do better
and others that they do worse. Parkes [1986] concludes
that "one way and another women usually come out of
bereavement worse than men" [p.142]. He cites studies
which demonstrate more obvious distress among bereaved
women than men. However, he goes on to say that the
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findings of the Harvard Bereavement Study demonstrated
that when compared to married controls, widowed women
actually showed no greater decline in adjustment than
widowed men - and by follow-up the men seemed to have
taken longer to recover than the women. Glick, Weiss
and Parkes [1974] also discuss this gender difference
in grief, commenting that from the outset men tended to
be more realistic about the death, but also that they
found it more difficult to display their grief openly.
Culturally it is more acceptable for an open display of
grief from women. It is interesting then, that Stroebe
and Stroebe [1987] state that although any evidence of
a gender difference for bereavement outcome is somewhat
inconclusive, if there is a difference then it is men
who are at a higher risk. Jacobs and Ostfeld [1977] are
more definite: "men are consistently at greater risk at
all ages than women" [p.352].

From the above evidence the only conclusion can be that
it is virtually impossible to draw firm conclusions on
the effect of gender as a risk factor for grief.

RELIGIOUS BELIEFS:

Parkes [1986] reports that 13 of the 18 London widows
who expressed a belief in God believed that their faith
had helped them - possibly their belief allowed these
widows to place the bereavement into some sort of
meaningful perspective. However, he also notes that
several regular churchgoers did not cope well with
their Dbereavement. In their consideration of the
depression of the widowed 13 months after bereavement,
Bornstein, Clayton and Halikas et. al. [1973] found
that 50% of those who were still depressed had never
attended church before the death, compared with 17% of
the non-depressed. This difference was statistically
significant. Almost all the elderly widowed subjects
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investigated by Bowling and Cartwright [1982] said they
had a religion, and about half that they had some sort
of belief or philosophy or practise which had helped
them adjust to bereavement. Despite this, there were no
significant differences on either an adjustment scale
or in the amount of loneliness reported by those who
felt they had a helpful philosophy when compared with
those who did not.

Turning from the effects of a religious belief on grief
or adjustment to the effects of Dbereavement on
religious beliefs, 73% of Glick: Weiss and Parkes'
[1974] sample of widows said the death had not affected
their religious beliefs. Of course, this means that the
beliefs of a quarter of these subjects had been shaken.
Some found it helpful to give their bereavement some
sort of religious explanation ("God must have wanted
him very much”").

Stroebe and Stroebe [1987] close their review of the
impact of religious beliefs on bereavement outcome by
concluding that if religion is a predictor at all, it
is a very weak one. They also point out a confounding
factor, in that ‘"religion" has both social and
spiritual components, and any mitigating effects of
these two aspects are difficult to separate.

SOCIOECONOMIC STATUS:

Maddison and Walker [1967] report no significant
relationship between illness score and socioeconomic
status in the 132 Boston widows who completed their
health questionnaire. This disagrees with the findings
of the Harvard Bereavement Study that low social class
did correlate significantly with poor outcome 13 months
following bereavement. However, as Parkes and Weiss
[1983] point out, their results are somewhat confusing
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since this relationship did not hold for the grief
reactions of their respondents at the time of their
first and second interviews (about 3 and 8 weeks after

bereavement).

The majority of reviews [for example, Jacobs and
Ostfeld, 1977; Shackleton, 1984; Osterweis, Solomon and
Green, 1984}, conclude that the association between
socioeconomic status and bereavement outcomes has not
been adequately studied.

PERSONALITY:

Lindemann [1944] believed that although people "with
obsessive personality make-up and with a history of
former depressions are likely to develop an agitated
depression", social factors were more important
predictors of the type and severity of the grief
reaction than "a tendency to react with neurotic
symptoms in previous 1life" [p.146-7]. Maddison and
Walker [1967] did not find that "overt neurosis itself"
was a predictor of outcome. Parkes [1986], however
points out that we might expect personality variables
to be an important factor in determining the magnitude
of grief and "that a person may be grief-prone I do not
doubt"” [p.153]. He describes studies which lead him to
conclude that previous severe grief reactions, or a
history of depression, might predict poor outcome. He
speculates that this might be due to "clinging" or
"dependent"” personalities resulting from early losses
in the lives of these individuals.

2., Relationship of the Bereaved to the Deceased

BLOOD/ROLE RELATIONSHIP:
By far the majority of Dbereavement studies have
concentrated solely on the effects following death of a
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spouse. One study which does compare the intensities of
grief across bereavement situations is that of Sanders
[1980] who used the Grief Experience Inventory and MMPI
to compare adult bereavement following the death of a
spouse, child and parent. Interviews were conducted by
Sanders with 102 bereaved adults an average of 2.2
months following the death, and with 107 controls who
had not experienced a bereavement in the previous five
years. Her results demonstrated the highest intensities
of bereavement and the widest range of reactions
following the death of a child, while the death of a
parent generated the lowest intensities of bereavement.
Sanders explains these results in terms of the 1low
expectation of losing a child compared with that of
losing a parent during one's lifetime. Similarly Gorer
[1965] describes the loss of a grown child as "the most
distressing and long-lasting of all griefs" [p.l1l06]. He
speculates on two reasons for this: firstly, as put
forward by Sanders, that it goes against the order of
nature for a child to die before his or her parents;
secondly, that the death of a child represents a
destroyal of the self image (as "mother" or "father")
of the parents.

QUALITY OF RELATIONSHIP:

While noting that there was no general evidence of a
clear one-to-one relationship between a poor marital
relationship and an unsatisfactory outcome following
bereavement, Maddison [1968] does identify a particular
group of widows in whom this was the case, namely where
their marriage "had shown unequivocal sado-masochistic
aspects" [p.225]. He points out that culturally it
would have been very difficult for the Boston widows
whom he studied to express any hostility to their dead
spouse. The Harvard Bereavement Study found that
although the survivors of conflicted marriages seemed
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less likely to be affected by the loss of their spouse
early in the bereavement process (at the 3 and 8 week
interviews). By follow-up 13 months later, it was those
widows and widowers whose marriages had been low in
conflict who were most 1likely to have returned to
effective functioning [Parkes and Weiss, 1983]. As
Bowling and Cartwright [1982] point out, people who
have had a good relationship with their spouse may feel
a greater sense of deprivation when they are widowed,
however if feelings within the marriage were mixed or
unhappy then the surviving partner may be more likely
to harbour bitterness, resentment and guilt and perhaps
be less able to come to terms with their emotions.

3. Factors Following the Death

DOMESTIC SITUATION:

While Maddison [1968] describes his study as suggesting
that widows with dependent children tend to do badly,
the Harvard Bereavement Study found that Thaving
children at home resulted in a somewhat better outcome,
but this result was not statistically significant
[Parkes and Weiss, 1983]., They did not find any
relationship between proximity of siblings and outcome,
nor for poor financial status or low income.

SOCIAL SUPPORT:

Maddison and Walker [1967] report that a bad outcome
for bereavement (as assessed by poor health status at
13 months), occurred in widows who tended to perceive
their social environment as actively unhelpful in terms
of coping with their grief: social exchanges were more
likely to be hostile, to prevent the widow expressing
her feelings, and to attempt to make her think about
the future. Parkes and Weiss [1983] report that it is
not so much the number of people who might act as
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supports to the bereaved person, but whether their
support was wutilized as time went on that was
important.

EARLY GRIEF REACTION AS A PREDICTOR OF OUTCOME:

As previously reported, Bornstein, Clayton, and Halikas
et. al. [1973] found that depression at one month
following bereavement was a significant predictor of
depression thirteen months later. Similarly, two out of
the three major determinants of pathological grief in
the Harvard Bereavement Study were earlier reactions of
anger and/or self reproach, and reactions of intense
yearning. Thus we can conclude that a severe early
grief reaction does appear to predict poor outcome.

4, The Circumstances Surrounding the Death

This is another area where the reports yield
conflicting data. However, since the topic forms much
of the next two chapters (on "Anticipatory Grief" and
"Social Death"), it will not be discussed further here.

VI. SUMMARY

This section has discussed the increase of academic and
professional interest in Dbereavement and grief over
recent years, and has presented several descriptions of
"normal” adult grief. It has pointed out that grief has
not only psychological but also social aspects. These
descriptions have then been placed within the context
of grief as a process of identifiable phases (numbing;
yearning and protest; disorganisation and despair;
reorganisation), together with a warning against taking
such a stage-like notion of grief too literally.
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The notion of grief as a significant risk in terms of
mental health, physical health or death, has been
presented - either as a direct result of the grief per
se or else because bereavement identifies a group of
"at risk" individuals.

Finally, those factors which may increase the
likelihood of a poor long term outcome to a grief
reaction have been discussed. Although much of the data
in this area 1is conflicting, it appeared that the
following may predict a "bad"‘ grief: vyoung age;
possibly being male; possibly a "clinging" or
"dependent" personality; an unhappy relationship; death
of a child (rather than a parent); the prevention of
the expression of emotion or review of the past by
those supporting the bereaved; a severe early grief
reaction.

Whether the circumstances surrounding the death affect

the post-death grief reaction belongs to the following
chapters.
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CHAPTER FOUR

ANTICIPATORY GRIEF

"This autumn I learned from experience that a man
can cross the threshold of death even when his body
ig still not dead. Your blood still circulates and
your stomach digests, while you yourself have gone
through the whole psychological preparation for
death - and lived through death itself. Everything
around you you see as if from the grave."

[Solzhenitsyn, "Cancer Ward", Penguin, 1971, p.41,]

I. INTRODUCTION

"Anticipatory Grief" is defined by Aldrich [1974] as
"any grief occurring prior to a loss, as distinguished
from the grief which occurs at or after a loss" [p.4].
As Siegel and Weinstein [1983] point out, it is a
concept which, despite "surprisingly little empirical
study" has received considerable attention in the
academic and professional literature on dying, grief
and mourning - it has been the subject of 3 review
articles [Fulton and Gottesman, 1980; Siegel and
Weinstein, 1983; Sweeting and Gilhooly, 1990], and 2
books [Scoenberg, Carr and Peretz et. al., 1974; Rando,
19861].

The majority of papers refer to the fact that the term
was first coined by Lindemann [1944]. Writing during
the second world war, he described his initial surprise
at the reactions of some of the relatives of members of
the armed forces - players in a situation in which the
threat of death was ever present. Lindemann observed
that commonly those left behind were so concerned with
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their adjustment should their father/son/husband/boy-
friend be killed that they "went through all the phases
of grief - depression, heightened preoccupation with
the departed, a review of all the forms of death which
might befall him, and anticipation of the modes of
readjustment which might be necessitated by it"
[pp.147-8]. Although this might serve to safeguard the
relative should there be news of sudden death, it could
also be a disadvantage should the soldier, sailor or
airman return, since in some cases the relatives had
resolved their grief so thoroughly by this time that it
was hard to accept him back into their lives.

Since then, anticipatory grief has most usually been
applied to patients and families facing a 1lengthy
terminagl illness, such as cancer. It has often been
assumed that, just as with Lindemann's relatives of
members of the armed forces, the relatives of dying
patients are so concerned with their adjustment in the
face of the potential loss that they slowly experience
all the phases of normal grief as they cope with the
illness or endure separations prior to death. As a
result of this emotional preparation it has also often
been assumed that after the death their experience of
grief will be less intense.

The aim of this chapter is to examine these two
assumptions in detail. The first section reviews the
nature of anticipatory grief. This is done by first
presenting the evidence, in the form of descriptive
studies of the reactions of those involved with dying
people, followed by discussions of this evidence. The
discussion is both in .terms of whether these reactions
can be said to constitute grief in anticipation, and
also whether they can be described as a sequentiall or
staged process. The second section asks whether
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emotional preparation really does result in the
experience of reduced grief after a death. Again this
is done by first presenting the evidence available from
research studies, followed by a discussion of the
results which have been obtained.

IT. ANTICIPATORY GRIEF ~ WHAT IS IT REALLY?

1. Descriptive Studies of "Anticipatory Grief"

Reactions .
Rando [1986] refers to anticipatory grief as
"multidimensional”. She describes it as having two
perspectives and three time foci. The perspectives are
those of the dying patient and those of the people who
are emotionally involved with that patient, which
includes both family and professional caregivers. The
three time foci are the past, the present and the
future. She points out that the term "anticipatory
grief" may be something of a misnomer, since once
someone becomes a dying person they have already lost
certain things (for example, their health, their role
as worker, their ability to play 18 holes of golf),
they are currently losing things (for example, through
increasing debility and reduced control over their own
life), and they will lose more in the future.

The presentation of the descriptive evidence for the
concept of anticipatory grief will use the perspectives
suggested by Rando - namely patient, family and
professional caregivers - as a framework. However, the
emphasis is most heavily directed towards the reactions
of the relatives of dying patients. Within each sub-
section the studies are presented in largely
chronological order.
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STUDIES OF THE REACTIONS OF DYING PATIENTS THEMSELVES

Hinton, a psychiatrist, first published his book
entitled "Dying"” in 1967. It presents not only medical
and social facts about death and dying in the middle of
the twentieth century, but also a discussion of
emotional distress in terminal illness, based on
conversations with, and observations of dying patients.
He describes the mixture of emotions with which adults
may meet their death: "Mingled with the courage and the
varying degrees of acceptance of‘the inevitable are a
host of other emotions, pleasant and unpleasant, some
concealed and some plain for all to see” ([p.79].
Anxiety was plainly obvious in some patients, related
to fears of death, fears of severe physical discomfort,
or fears of separation from loved ones. Although Hinton
found that the anxieties of dying people tended to
fluctuate from time to time, he could discern no
definite trend of either increasing or decreasing fear
as the illness progressed. He describes depression as
more commonly occurring than anxiety: he observed
sadness and melancholy which were not simply the
results of physical exhaustion. Some terminal patients
consider - or succeed - in a suicide attempt. Hinton
noted depression to increase as the illness lengthens
and physical discomfort increases. It is miserable to
have to endure so much pain and exhaustion. A greater
degree of depression was also associated with the lack
of availability of love and companionship, thoughts of
the injustice of the situation and of personal and
future losses, and with previous personality
characteristics. Hinton refers to a controversy over
the extent to which dying people are aware of their
approaching end, pointing out that professional
findings may relate more to professional opinions
rather than to objective facts. Thus those who give the
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dying a chance to talk about such things find that they
are generally relieved to do so, while those
professionals who believe their patients do not wish to
discuss the matter will, by their own behaviour
probably also have their opinions confirmed. Hinton
himself found that during his bedside visits to a
number of patients only 5% seemed confident of
recovery, 8% anticipated partial recovery, 497 quickly
demonstrated they knew their illness might be fatal and
38% did not speak of their future outlook, apart from
the use of vague terms such as "taking it steady"”.
"Considered as a group ... those iatients who remained
and died in the hospital came to know more and more
certainly that death was approaching" [p.98]. Despite
this, there were some patients who used denial - and
Hinton found that denial and acceptance could occur in
the same patient; people are unlikely to want to think
constantly of their death, and it can be a comfort to
dream about the future. He also describes a group
(about 25%) of patients who while aware of the fact of
dying, struggle against it - exhibiting distress and
discontent with themselves or the professionals.
Finally, Hinton refers to the quarter of patients in
hospital whom he found to exhibit acceptance and
positive composure, often referring to themselves as
having had "a good life". He believes that acceptance
need not be a slow process, although it often is, and
can be associated with making practical preparations

for approaching death and even showing a quiet
enjoyment of their relaxation, now that the struggles

of life are over" [p.107].

Hinton's work was completely overtaken in the
popularity stakes by the next book to tackle the
emotional reactions of dying patients - Kubler-Ross'
(1970] "On Death and Dying". It is interesting to
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speculate on the reasons for this. Kubler-Ross includes
lengthy transcripts of her conversations with dying
patients which certainly add to the "human interest”
aspect of the work. She also presents their reactions
as a clear process of defined stages. By doing this she
conveys the impression of something which is fairly
simple to understand and she also provides what often
seems to have been regarded as the therapeutic key - if
dying patients and their families can be "helped"
through this process towards mutual acceptance then the
death will be a "good" omne in ,the sense that the
emotional distress which follows it should  ©be
minimised. The study was written after 2% years of
listening to, and learning from, the stories of over
200 dying patients in America. The stages through which
Kubler-Ross observed these patients to pass form the
titles of chapters in the book. The first stage is
"Denial and Isolation”. Initial denial of the diagnosis
or prognosis was described by the majority of patients,
and accompanied by behaviours such as insisting a
mistake had occurred in the diagnostic tests, "shopping
around" for alternative diagnoses, or isolating
themselves so as not to have to discuss their health
with others. Kubler-Ross points out that denial is not
only used at the beginning but also from time to time
throughout the illness. She regards this as a healthy
way of coping providing it does not reach excessive
levels. This is followed by the second stage, "Anger".
While denial is associated with thoughts of, "No - it's
not me" , anger is associated with thoughts of, "Why
me?"., The patient may experience anger, rage, envy and
resentment. If these feelings are projected onto their
doctors or their family - it can be particularly
difficult to cope with: "Wherever the patient looks at
this time, he will find grievances" [p.45]. The third
stage is "Bargaining", often with God, and associated
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with "If I do ... then ...", and a belief in rewards
for good behaviour. It 1is an attempt to postpone:
patients may become involved in the church, or promise
to donate their body to science. This is followed by
the fourth stage, "Depression". When denial cannot be
continued, and as the patient becomes weaker and
sicker, he or she 1is faced with a sense of 1loss.
Kubler-Ross refers here not only to loss of life, but
also to loss of body parts, role, finances, etc. - with
a resulting reactive depression. At the same time,
patients are described as engaging in "preparatory
grieving", that is, grieving for their future loss of
life and separation. She points out that this is
"tremendously sad" and that patients should therefore
be allowed to express this legitimate sorrow rather
than just encouraged to cheer up. The fifth and final
stage is that of "Acceptance"”. Kubler-Ross believes
that it will only occur if the patient has had enough
time and has been given help in working through the
previous stages. Having expressed his or her anger and
mourning the patient can now accept fate. Kubler-Ross
describes this stage as mneither one of having
hopelessly given up, nor of happiness, but rather as
almost devoid of feelings. Throughout each of these
stages the common thread is hope, which she describes
as evident in even the most accepting patients. Hope
for a new cure or some other miracle can maintain the
patient who would otherwise be unable to cope with the
strain of their illness and its treatment.

Sanders and Kardinal [1977] identified the following
adaptive coping mechanisms 1in 6 adult leukaemia
patients who  were in remission and receiving
maintenance chemotherapy: denial of Dbeing sick,
identification with fellow patients, and anticipatory
grief. Denial was manifested by the desire of the
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patients to remain in a normal "well" role within the
family. Their families on the other hand tended to
treat them as continuously "sick", and very 1little
communication occurred with regard to their diagnosis,
treatment or prognosis. Denial was also evident in the
delaying of return visits to hospital by these patients
- hospital is for sick people. When patients did return
to hospital, denial was difficult to maintain and they
commonly coped by becoming part of the “hospital
family". Group identity was very strong, with high
status being related to lengthy syrvival or periods of
remission. The impact of the death of one member on the
rest of the group was enormous. Sanders and Kardinal
believe that by mourning the 1loss of another, the
patients were also engaged by proxy in their own
anticipatory grieving.

STUDIES OF THE REACTIONS OF THE RELATIVES OF DYING
PATIENTS

The earliest descriptions (described by Rando as
forming the "backbone of research on the topic" [1983,
p.4] are of the reactions of parents whose children
were dying of malignant diseases. Possibly this group
of subjects was focussed upon because although 1in
previous centuries the death of a child might have been
just part of everyday life, recently, with the increase
in life expectations, childhood and death have become
so antithetical that the impact of the death of a child
has correspondingly increased [Gourevitch, 1973]. A
further point of note is that in the 30 or so years
which have passed since the publication of the earliest
of the studies to be cited here, the treatment of these
diseases has further advanced. Bozeman, Orbach and
Sutherland [195] compared the average survival period
of children with leukaemia treated at Memorial Center

-120-



for Cancer, New York between 1926-48 (when it was 19.3
weeks) with the fact that by 1955, 50% of children with
acute leukaemia could expect to survive more than 12
months after the onset of the disease. But at that
time, "Despite remarkable advances in treatment,
leukaemia (was) invariably fatal” [p.1]. Now it is not.
Van Dongen-Melman and Sanders ~Woudstra [1986] describe
childhood cancer, once regarded as an acute fatal
illness as now a chronic life-threatening disease. The
reactions of the parents of current day children
diagnosed with cancer are therefore 1likely to be
somewhat different from those of 30 years ago. That
makes the poignant studies to be described here even

more interesting.

Richmond and Waisman [1955] report observations made
during their management of "48 children with leukaemia
and many children with other malignant lesions" [p.42].
They document several features of what they describe as
part of the "mourning process" which the parents of
these children experienced. These included parental
withdrawal, feelings of unworthiness, preoccupation
with thoughts of earlier times, initial anxiety and
guilt about the possibility of their having been
responsible for the development of the illness,
together with feelings of concern, loss and emptiness
as they realise they are to be separated from their
child. Richmond and Waisman discuss the advantages of a
prolonged fatal illness since it allows a substantial
part of the relative's mourning process to occur prior
to the death of the patient, facilitated by the
physical separation which results from their
hospitalization: "parents are often enabled to traverse
this difficult emotional experience with much 1less
difficulty in this way" [p.45]. They found parental
adaptation to be facilitated by personal participation
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in the care of their own child, since it both served to
relieve guilt because of the feeling that they had done
everything possible for their child, including the
relief of pain and discomfort, and it also allowed them
to spend as much time as possible with their child.
After a time in which involvement was solely with their
own child, parents tended to develop a desire to help
in the care for other children. Richmond and Waisman
believed that this "marked a turning point in parental
adjustment which reflected acceptance of the child's
illness and ultimate death"” [p.45]. Energies which had
been previously directed towards &ourning could now be
directed elsewhere.

Bozeman, Orbach and Sutherland [1955] describe the way
in which 20 mothers reacted to leukaemia in their young
children. At that date the usual course of this illness
was fluctuating but inevitably fatal. Once the child
had been hospitalized, mothers were seen by the authors
as frequently as possible; between 2 and 5 formal
focussed interviews were conducted, plus informal chats
and observations. Initial reactions to the diagnosis
included disbelief and sensations of physical injury,
quickly followed by efforts to prove that the diagnosis
was 1incorrect with the demand for second or third
professional opinions. Often hospitalization was
welcomed at this stage, as representing a chance for
professional contact and possible recovery. With time,
if the diagnosis could not be denied, the mother would
attempt to deny its hopeless prognostic implications.
Bozeman et. al. also report feelings of guilt and the
assumption of personal responsibility (due to some sort
of failings) by these mothers soon after the receipt of
the diagnosis. The authors describe anger and hostility
focussed on the physicians which they  believe
represented a fight to reverse the diagnosis, since in
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making the diagnosis the doctors become the
perpetrators of the injury. Because of this, the way in
which the physician breaks the news of the fatal
diagnosis, and any optimism which he demonstrates is
regarded as a key determinant of the mother's
subsequent adaptation. Although hospitalization was
generally regarded as ©positive in that it was
associated with the ©possibilities of alternative
diagnosis or cure, Bozeman et. al. also comment on the
way in which it represents a rehearsal of the permanent
separation which will come at tpe child's death. In
what they regard as an attempt to prevent this, mothers
were observed to physically cling onto their children
and to ask when they would be discharged from hospital.
The authors present the start of the leukaemia
treatment as representing the time at which the
diagnosis could not be denied further. It was
associated with a redirection of the mothers' energies
towards gathering information about the illness in a
further attempt to prove the doctors wrong. The failure
of this strategy was associated with the intellectual
acceptance of the diagnosis and fatal outcome. However,
the mothers still exhibited hope, demonstrated by their
own child's immediate condition and treatment, and
their delight and triumph if remission allowed for a
temporary discharge from hospital.

Following their observations of 33 mothers of children
who were fatally ill with 1leukaemia or a related
disorder, Natterson and Knudson [1960; Natterson, 1973]
described a triphasic response in those whose child
survived more than four months from the time of the
fatal prognosis. Initially denial and guilt were
predominant. Most of the mothers were tense, anxious,
withdrawn and weepy, reacting with disbelief to either
the diagnosis or the prognosis which they had been
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given. The needs of the rest of their family were
subsumed by their need to be with the sick child. Hope
for new treatments was expressed, along with guilt
about what they might have done to cause their child's
illness. In the intermediate phase the mothers tended
to accept the reality and to direct their interest
toward realistic measures that gave hope of saving, or
at least comforting their child. The authors describe
this phase as representing the beginning of the
mourning process as described by Richmond and Waisman.
In the final "terminal" phase ‘(which usually only
occurred if the time between diagnosis and death was
longer than 4 months), the mothers tended to direct
their energies away from their own children. Over half
demonstrated a "calm acceptance" of the fatal outcome.
Wishes for the death of the child might be expressed
openly and without guilt. They were able to separate
from their own child and its immediate concerns and
move towards providing aid and comfort for all the
children on the ward, or expressing interest in
leukaemia generally., When their child died they
expressed "calm sorrow and relief"., In their 1960
report, Natterson and Knudson imply that these mothers
had almost finished their grief work, but Natterson
[1973] amends this somewhat by remarking that his
subsequent clinical experience "definitely indicates
that grief work is far from complete at this time"
[p.124],

Chodoff, Stanford and Friedman et. al. [1964] present
their observations on the adaptational techniques and
coping strategies of a group of 46 parents of fatally
ill children (suffering from neoplastic diseases).
Despite the enormous stress of watching and caring for
a dying child, the authors describe most parents as
able to function effectively during this period of
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illness, and in their paper they describe this
"'natural history' of adaptation to the situation, an
almost orderly and predictable sequence of events
through which the parents passed"” [p.744]. Even before
the diagnosis most parents felt vaguely uneasy. Despite
this, the diagnosis is received as a physical blow and
with an insulating feeling of unreality. With admission
of their child to hospital these parents generally
experienced a split between intellectual acceptance and
emotional non-acceptance of the grim diagnosis and
prognosis. Chodoff et. al. note a variety of fairly
persistent patterns of coping which appeared at this
time. These included internal "defensive" behaviours,
the most common being isolation of affect, denial (ie.
failure to accept either the diagnosis or its
consequential grim prognosis), and motor activity.
Coping also included the ability of the parent to
continue caring for their sick child as well as
fulfilling their other responsibilities. The authors
also describe the urgent "search for meaning" which the
parents engaged in, both on the specific "Why did it
happen to my child?" level, and the more general level
demonstrated by an intellectual interest in the disease
itself. With time, as their child became more obviously
sick, the parents became more emotional: "As denial
waned and reality enforced its claim, there appeared
the phenomenon of 'anticipatory mourning' as first
described by Lindemann and applied by Richmond and
Waisman ..." [p.744]. In agreement with Natterson and
Knudson's [1960] findings, these authors describe the
process of anticipatory mourning as occurring most
clearly if the child's illness lasted longer than about
4 months. It was associated with a facing of reality
and diminution of hope. The parents displayed somatic
changes characteristic of grief, and were preoccupied
with thoughts of their child. With time, and increasing
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resignation, these thoughts changed as though the child
was becoming less of a real object to the parents and
more a Mmemory. Parents described a feeling of
detachment and when the child's death occurred they
usually took it with calmness and relief. The authors
note an 1inverse relationship between anticipatory
mourning and denial, with increased denial during the
terminal illness associated with greater distress once
the death had actually occurred.

Similar results were again repqrted by Binger, Ablin
and Feurstein et. al., [1969] in a study of the
emotional impact of child leukaemia on the patient's
family following lengthy interviews with 20 families
after the death of their child. Many parents described
the diagnosis as the hardest blow they had to face,
with reactions ranging from loss of control to calm
resignation. Although more distant relatives might deny
the diagnosis, the parents did not, and from the time
of the diagnosis they experienced what the authors
describe as the "anticipatory grief reaction",
manifested by intellectualization, frenzied activity,
depression, irritability, anger, hostility and guilt.

"The actual death was not always the most
important event in the parents recollection of the
child's illness. Often, the time of initial
diagnosis was equated with death, and it was then
that grieving began. The parents of 10 children
expressed a sense of relief as well as grief at
the time of the child's death. Some were relieved
that the child's suffering was at an end; others
felt relieved from long-standing worry over when
and how the child would die" [p.417].

Despite this apparent relief, in 11 of the 20 families
at least one member suffered such severe emotional
disturbances after as to the death as to need
psychiatric help.
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In what must be the most well-read description of the
emotional reactions of dying patients, Kubler-Ross
[1970] also includes a brief description of the "stages
of adjustment” of their relatives, which she speaks of
as similar to those of the dying patients. In contrast
to the earlier descriptions cited here, the subjects of
her study were adult patients and their families. The
reactions of these families are described as follows.
Initial disbelief, with denial, "shopping around" for
an alternative diagnosis or secrecy about the illness.
Secondly, anger projected at those involved in the
professional diagnosis and management of the patient
and guilt at missed opportunities. Thirdly,
"preparatory grief" which if it can be expressed openly
and with the patient before their death allows for a
gradual and mutual facing of the reality of the
impending separation which Kubler-Ross states will make
it less unbearable after the actual death. She presents
the idea of a "working through" and open communication
by both patient and family of each stage of adjustment
towards acceptance of the death.

To return to the emotional reactions of the families of
fatally ill children, Futterman, Hoffman and Shabsin
[1972] and Futterman and Hoffman [1973] present
parental anticipatory mourning as "a set of processes
that are directly related to the adaptive mechanisms
whereby emotional attachment to the dying child is
relinquished over time" [1972, p.251]. Data obtained
from extensive open-ended interviews conducted with the
families of 23 leukaemic children plus informal contact
with over 100 additional families lead them to suggest
the following sequential emergence of the processes of
anticipatory mourning. First comes a progressive
acknowledgement of the inevitability of the child's

death. Secondly comes grieving, that is the experience
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and expression of the emotional impact of the

anticipated loss. This is followed by reconciliation to

the child's anticipated death, but preserving a sense
of the worth of the life it has left. Fourthly comes
detachment, the withdrawal of emotional investment from

the child as a person with a future. The final phase is
memorialization, during which the parents develop a

fixed representation of the child (either abstract/
generalised traits, or idealised) which will endure
after the child's death. The authors also describe a
set of processes which serve to, maintain the parents’
confidence during this period. Futterman and Hoffman
present them as -evolving in sequential order of
prominence (in the same way as the anticipatory
mourning processes), as follows. Firstly, mastery
operations, most prominent soon after the onset of

leukaemia. These include searching for information
about the disease (seen as an effort by the parents to
gain some control over it and to exonerate themselves
of any blame for its onset) and participating in the
care of their child (seen as a means of reducing
helplessness and increasing their sense of importance
in the well-being of the child). Secondly, maintenance

of equilibrium, manifested by sticking to regular
patterns of behaviour as regards family routines or
interactions. This is followed by affirmation of life

by which the authors mean that despite the seeming
injustice of their child's death, these parents tended
to reject bitterness or cynicism and continued to
emphasise the good things in life, such as the quality
of medical care on offer or positive relationships with
family or friends. Finally comes reorganisation, the

revision of parental values and goals often associated
with an awareness of personal growth as a result of the
sickness and death of their child. This represents a
mastery of their loss and the authors comment that it
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was generally strongest after the acute post-
bereavement period. Maladaptive outcome was rare for
this group of parents.

In their discussion of a therapeutic group to help
parents of children newly diagnosed with 1leukaemia,
Knapp and Hansen [1973] present the process of their
anticipatory mourning using ‘the framework of stages
suggested by Kubler-Ross [1970] They describe shock
immediately after the diagnosis, and denial. Following
this the parents started to expegience at the "feeling
level" and a great deal of anger and hostility was
expressed, generally directed towards God or the staff
involved professionally with their child. After the
expression of this, the next stage was bargaining, for
example, by donating blood for research purposes or
becoming involved in church activities. Hope was strong
during this period. During the fourth stage, the
depression which occurs as the illness progresses and
death appears inevitable, is less easily relieved by
encouragement and reassurance from others. Finally
comes a resigned, sad acceptance. Knapp and Hansen
state that "After the child dies, the nature of the
actual mourning can vary from intense grief to a
feeling of relief, depending on the course of the
illness and the duration of anticipatory mourning”
[p.71]. Very similar observations, also based on
Kubler-Ross' stage theory can be found in Kartha and
Ertel's [1976] paper on short term group therapy for
mothers of leukaemic children.

The same sort of support programme for the parents of
children with leukaemia is described by Lascari and
Stehbens [1973; Stehbens and Lascari, 1974]. the
authors describe the emotional reactions of 20 families
over a series of three time periods, namely, at
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diagnosis, the interim period and the terminal period.
The initial reactions to hearing the diagnosis were
shock, disbelief and numbing, followed by a search for
explanations as to the cause of the disease, and guilt
feelings with regard to their possible role in this.
The interim period is described as relatively calm, as
the parents accepted the need for the professional care
and hospitalisation of their child. The terminal phase
represents not only the few weeks prior to the child's
death (when it became obvious that "the end" was near),
but also a "variable" period afterwards. During this
stage impaired sleep and appetite were common, as was
preoccupation with thoughts of the child, and some
parents found it difficult to maintain their regular
routines. However, no consistent pattern of
symptomatology could be discerned.

In the final available sfudy of the reactions of the
families of children with leukaemia, Kaplan, Smith and
Grobstein et. al. [1977] divide them into two groups:
those who exhibit adaptive coping and those who exhibit
maladaptive coping. In families that achieve "adaptive
coping"”, parents understand both the nature and the
prognosis of leukaemia within a few days of the
diagnosis. Self-blame or hostility with regard to the
onset of the illness does not occur. These families
engage in shared mourning and mutual consolation -
grief involves the whole family, including the
leukaemic child. These authors report, however, that of
the more than 50 families studied, 87% engaged in
"maladaptive coping", failing to resolve successfully
even the initial coping tasks associated with
confirmation of the diagnosis. A variety of means of
denial are described, including avoiding the use of the
word "leukaemia", isolating the child so as to avoid
the danger of it hearing the diagnosis, or seeking
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further medical opinions. Despite this, they rarely
deny the treatment offered their child, although they
may display hostility towards medical staff. Some
families, while accepting the diagnosis, refuse to
believe the prognosis and resort to such alternatives
as faith healers or special diets. In yet another
group, both the diagnosis and prognosis may be
accepted, but yet the parents fail to cope by refusing
to participate in the care of the child. Parents may
actively avoid their grief or attempt to at least
postpone it by "flights into a?tivity", for example,
deciding to move house.

Similar observations are made by Vachon, Formo and
Rogers et. al., [1977] in a paper describing the
experiences of a group of 73 women during their
husband's final episode of cancer, The authors describe
the "idealised picture”, often found in the literature,
of mutually open and supportive communication during a
terminal illness. Their results do not confirm this.
Although 66% of the women had been told that their
husband was dying, 40% had refused to accept the
warning, and 20% said their husband had not been told.
The authors discuss the use of denial by these women.
Sixty-one percent had never discussed death with their
husbands - with the result that conversations during
the final illness became tense and stilted for fear of
what might slip out. These findings agree with previous
comments by Parkes [1970] who found that out of 22
London widows interviewed, although 19 said they had
been told of the seriousness of their husband's
condition, only 6 of these felt they had fully accepted
it., The rest denied either the diagnosis or the
prognosis. This strategy allowed them to continue to
interact with their dying husband without breaking
down. Similarly, Powers [1979] describes her own
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reactions during the period in which her infant son was
dying. While <confused and intensely anxious, she
carried on a "vast pretending game" of denial. She
believes that she never engaged in anticipatory grief,
partly as a result of this denial, but partly also
because she was "never helped or given permission to
grieve" by the professional staff involved in her son's
care. Vachon et. al., found that a womén whose husband
had a 1lengthy final illness with many ups and downs
(perceived as "lingering") might became so used to the
situation that she "came to ignore the physicians'
warnings and began to regard her husband as almost
immortal" [1977, p.1l153]. The husband had been ill for
so long that the wife's health had also begun to
deteriorate. The couple were isolated because family
and friends had given up visiting. Similarly, Silverman
[1974] comments that although many of the women
participating in a widow-to-widow programme had been
aware of their husbands' terminal state, they did not
grieve in advance but rather they learned to live with
the illness and modified their 1lives as necessary:
"Only when the door was finally closed did they in fact
begin to mourn" [p.321]. In contrast to this sort of
situation, Vachon et. al. found some wives perceived
their husband's final illness as definitely "terminal",
in which case, time was at a premium and was sometimes
used to achieve a "remarkable" intimacy between the
couple, as well as the settling of business affairs
etc. Vachon et. al. also compared the experiences of
the women whose husbands had died of cancer with the
experiences of 51 women whose husbands had died of
chronic cardiovascular disease. Results showed that
cancer was associated with a more stressful and
distressing final illness, perceptions of 1loss of
control, wishing that death would occur, anxiety,
denial, anger and guilt. They conclude that it is the
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negative social attitudes towards cancer which make the
final illness and the bereavement period particularly
difficult for this group of widows.

While 1leukaemia 1is the illness which by far the
majority of researchers have focussed on in the
examination of the reactions of families to fatal
illness in a child, it is not the only one.

Cystic fibrosis has also created interest, not only
because of its chronic but generally fatal course, but
also because since it is an iﬁherited illness, many
parents may have more than one child to suffer and die
from it. Burton [1975] notes that in such circumstances
parents may hope that if the later born cystic fibrosis
child was to die then it should happen quickly, while
the child was still a baby, thus reducing their
anticipated distress. In addition, "some parents
admitted to deliberately endeavouring at the outset to
diminish their bond with the later born sick child.
When hospitalised, especially as an infant, they
declined to v