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Summary

An initial review of the literature concerning anticipatory grief was executed to foreground a
qualitative study focusing on the experience and conceptualisation of loss by adult daughter
caregivers in dementia. A chronological overview was presented and key studies and major
developments identified. Inconsistencies in empirical findings were summarised; and
preceded a consideration of methodological issues including: problematic research design and

definitional confusion regarding conceptual underpinnings. Key recommendations for further
research were made.

The main study adopted a grounded theory methodology and sought to explore the nature and
process of losses experienced by daughters providing care for a mother with dementia. Open,
in-depth interviews (N=10) functioned as the primary data source for analysis. Further data
included: participant notes and letters; demographic details; researcher’s notebooks and
reflective and analytical memos. Concurrent data collection and analysis proceeded, in three
phases, and the resulting, emergent, theoretical model was presented using Strauss &
Corbin’s (1990) tframework. A full explication of the model followed and its relationship to

relevant literature elucidated. Implications for clinical practice and further research were
addressed.

In the course of analysis it was noted that caregivers made reference to existential themes in
their accounts of caregiving. This precipitated a further study in which Reker & Wong's (1988)
dimensional model was used to guide the content analysis of the existing transcribed interview
data. Findings indicated that participants expressed existential themes at both an implicit and
explicit level. Considerable breadth, depth and diversity was observed in relation to caregiving
experienced. Caregiving appears to pose both existential challenges and opportunities for
growth. Implications for clinical practice and further research were identified.

In conclusion, further methodological considerations; dissemination issues and personal
reflections were addressed in a brief Research Review.



Chapter 1:

Anticipatory Grief: A Review of the Literature

Abstract
A chronological overview of the anticipatory grief literature spanning some
six decades is presented here and key studies and major developmental
themes identified. Inconsistencies in empirical findings are summarised and
precede a consideration of methodological issues. The impact of research
population diversity and difference; and problematic research design issues
are discussed. The consequences of conceptual confusion and problems of
definition are considered for empirical work and clinical practice.

Implications for further research are considered and recommendations

proposed.

1.1 Introduction

Much has been written about ‘anticipatory grief over the past six decades. Significant
disagreement is present in the empirical literature, particularly regarding the potential benefits
of anticipatory grief (Fulton & Gottesman, 1980; Rando, 1986a; Smith, 1985). This is reflected
in empirical studies spanning work with a range of different clinical and non-clinical
populations. Studies have reported on a range of diverse applications of anticipatory grief ana
more recently, ‘anticipatory mourning’ (Rando, 2000a) from organ donation (Holtkamp, 2000);
human-animal bond (Meyers, 2000); child disability (Ashton & Ashton, 2000); pre-natal
diagnosis (Hitchcock Pappas, 2000); to the more densely researched areas of Alzheimer's

(e.g. Doka, 2000; Jones & Martinson, 1992); HIV and AIDS (e.g. Brown & Powell-Cope, 1993;



Jacoby Klein, 2000); and terminal illness, e.g. cancer (e.g. Bozeman, Orbach & Sutherland,

1955).

In addition, a number of papers have focussed on more theoretical issues, exploring the
conceptual confusion which characterises the field (e.g. Fulton, Madden & Minichiello, 1996:
Rando, 1986a). Indeed, what anticipatory grief is; how, when and if it takes place has become
a rather controversial issue amongst bereavement theorists. Some theorists dispute the very
existence of “anticipatory grief (Silverman, 1974; Wortman & Silver, 1989). Such theoretical
contributions however, have gone some way to elucidating, in part at least, the contradiction
present In empirical findings (Evans, 1994; Fulton, Madden & Minichiello, 1996; Rando,

1986a, 2000b; Siegel & Weinstein, 1983, Sweeting & Gilhooly, 1990).

A number of reviews of the literature have been published to date (Garner, 1997; Rando,
1986a, 2000b; Siegel & Weinstein, 1983; Sweeting & Gilhooly, 1990), so why is another
required? The majority of reviews to date have tended to focus on empirical studies and have
failed to engage in the published debate regarding conceptual confusion and problems of
definition. As theory is the bedrock from which much, if not all (as one would hope), empirical
work grows, it would appear essential that this conceptual debate be acknowledged. In
addition then to providing a brief chronological overview of empirical work to date, identifying
inconsistencies in findings and critiquing some of the inherent methodological weaknesses in
these studies, an attempt to review the debate regarding conceptual confusion will also be

made. This review will conclude with key recommendations for further research.

It should also be noted, that it would be unfeasible to aim to be completely comprehensive in

reviewing all available literature pertinent to the topic, and consequently the review presented
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here is necessarily selective. Nevertheless, an attempt has been made to address key texts

and major themes.

1.1.1  In Search of a Definition

In order to circumscribe the scope of this literature review, it would be useful to present a
‘working' definition of ‘anticipatory grief to function as a starting point. Lindemann (1944) first
described the phenomenon of ‘anticipatory grief' in his study of spousal adaptation to wartime
separation, noting the essential signs of ‘true’ grief experienced in preparation for
bereavement. However, the term has tended to be used in a rather vague way, with
forewarning of loss’ and ‘anticipatory grief' being used interchangeably, thus assuming that
anticipatory grief takes place where loss is forewarned. This would be quite probable if we
take the definition of anticipatory grief as ‘the extent to which grief is experienced in advance
of the actual death of a loved one’ (Kutscher, 1969: 200), because all that is implied here Is
that sorrow is felt at the prospect of the loss. But if we take anticipatory grief to mean the
accomplishment of ‘the most painful part of mourning in anticipation of the loss’ (Kutscher,

1969: 205), then the bereaved-to-be is expected to overcome the shock and gradually absorb

the reality of the loss and begin to prepare for change.

This confusion, or disagreement, over what has been understood by the term “anticipatory
grief is, in part, at the very heart of this literature review and so will be duly explored later in

this review. Given that, it is therefore difficult to present all but the most parsimonious

definition of ‘anticipatory grief' as a starting point.

Aldrich (1974:4) describes ‘anticipatory grief' as ‘any grief occurring prior to a loss, as

distinguished from the grief which occurs at or after a loss'. For Aldrich (1974) ‘anticipatory’

11



grief is distinct from ‘conventional’ grief in that, ‘anticipatory’ grief is usually experienced both
Dy the family of the person with the terminal iliness and that person themselves. Secondly, it
cannot continue indefinitely because death is construed as a endpoint. Thirdly, Aldrich (1974)
argues that theoretically it should accelerate rather than diminish with time, which one might
arguably expect in the case of ‘conventional’ grief. Fourthly, ‘anticipatory’ grief may be more
easily denied than ‘conventional’ grief, and this in turn may result in a potentially negative
impact on the relationship between family member and person who is ill.  Fifthly, only

anticipatory grief can include a phase of hopefulness.

The distinction that Aldrich (1974) makes between ‘anticipatory’ and ‘conventional’ grief,
reminds us that “anticipatory’ grief is inevitably construed in relation to something else, i.e.
theories of ‘normal’ grief and bereavement. The relationship between the chronological

development of anticipatory grief and ‘normal’ grief will be examined briefly later in this review.

1.2 Chronological Overview

1.2.1 The Forties, Fifties and Sixties

As has been previously noted here and elsewhere, Lindemann (1944) was arguably the first to
describe the phenomenon which has since become known as anticipatory grief. He observed
that some individuals in attempting to adjust to the potential death of a loved one, reportedly

experienced ‘all the phases of grief, specifically:

...depression, heightened preoccupation with the departed, a review of
all the forms of death which might befall him [sic]|, and anticipation of the

modes of readjustment which might be necessitated by it

(Lindemann, 1944:147).

12



However, Lindemann's (1944) discussion of anticipatory grief focused exclusively on the
experience of women facing the possible death of a male relative on active military service.
He failed to extend his discussion to include a consideration of whether soldiers facing the
possibility of their own death engaged in a similar process, nor did he attempt to extrapolate

his findings to include those facing a more certain loss, i.e. individuals potentially mourning the

loss of a loved one due to terminal iliness.

The eftects of wartime separation had previously been reported by Rosenbaum (1944) who
noted depressive symptomatology in the families of soldiers. Eliot (1946) acknowledged the
potential benefits of engaging in an anticipatory act as a partial defence, by examining the
effects of what he referred to as ‘forewarning’, on potential survivors. He noted that ‘pre-
bereavements’, such as leaving home, good-byes following military leave, lengthy periods of
military duty away from spouse, might serve as rehearsals for what would come should death

actually transpire.

By the post-war fifties and sixties, empirical work regarding the anticipation of forthcoming
losses, had moved away from this initial focus on military personnel and their families, to
include other research populations. Indeed, much of the work carried out during this perioad
was conducted prospectively with parents of terminally ill children. For example, Natterson &
Knudson (1960) described a triphasic response in mothers whose children survived more than
four months following a terminal prognosis: the first phase was associated with denial, the
second phase with efforts to prolong the child’s life, and the final phase was one of ‘calm
acceptance’ of the fatal outcome. Mothers expressed wishes for the child's death in order to

end suffering and when the child died, Natterson & Knudson (1960) noted that reactions were

13



a mixture of calm sorrow and relief. Other empirical studies focusing on the reactions of the
parents of children with malignant diseases, included: Binger, Albin, Feurstein, Kushner,
Zoger & Middelsen (1969); Bozeman, Orbach & Sutherland (1955); Chodoff, Friedman &

Hamburg (1963); Richmond & Waisman (1955).

Lehrman (1956) was arguably the first to offer an in-depth elucidation of the significance of
anticipation, timing and expectation as critical factors influencing mourning. Following his
conclusions regarding the harmful consequences of an unexpected death, he implied that
anticipatory mourning may precipitate a beneficial effect post-death for those who could be
forewarned. He stated:

T'he work of mourning is done quickly, because a certain amount of this
work (detaching the libido from the object) has already preceded the
event of death (Lehrman, 1956: 565).

t is interesting to note here also, that ‘detaching’ or decathexis is implied to be a necessary

part of successful mourning; this point will be revisited later in this review.

Studies concerned with the effects of anticipation, more broadly, also informed the general

debate at this time regarding anticipatory mourning. For example, Janis (1958) studied
patients coping with the stress of surgery, and revealed that those who carried out the ‘work of
worry’ prior to surgery had better psychological and physical outcomes, experienced less
distress postsurgery and adjusted better than those who had not. This provided both clinical
and empirical evidence to suggest a potential relationship between rehearsing a stressful

event and subsequent coping, thereby underpinning the adaptive potential of anticipatory

mourning.
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The late sixties saw major socio-cultural and medical developments that were to have a
considerable impact on the field of bereavement work, and therefore consequences for the
study of anticipatory grief and mourning. Two events in particular, are worthy of note. Firstly,
St.Christopher’s Hospice, London was founded in 1967 by Dame Cicely Saunders, signalling
the beginning of the modern hospice movement. This precipitated a re-examination of care of
the terminally #ll and their loved ones. Secondly, Kubler-Ross published her seminal text ‘On
Death and Dying, in 1969. Her stage model. denial and isolation, anger, bargaining,
depression and acceptance, focused on elucidating the experiences of those coming to terms
with their own death. Kubler-Ross's (1969) ‘stage’ model has received much criticism more

recently, but there is little doubt that it functioned as a catalyst for much academic work in the

field of death and dying, as well as bringing the topic into the public arena.

1.2.2 The Seventies and Eighties

Fulton & Fulton (1971), spoke directly about the phenomenon of anticipatory grief.
Interestingly, along with Lindemann (1944) it is the most often cited resource on this area.
Fulton & Fulton (1971) posited three social and psychological ramifications for those who have
experienced anticipatory grief. Firstly, anticipatory grief may result in a lack of expected
response at time of death, thus potentially leading to negative judgement of the self by the self
and others. Secondly, anticipatory grief may result in the withdrawal of the family from the
dying person, thereby limiting potential for the provision of family support. Thirdly, anticipatory
grief may result in the family deeming a traditional funeral unnecessary, thus depriving all of

an important social ritual, with psychological, social and religious functions.
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Futterman, Hoffman & Sabshin (1972) were the first to discriminate between the terms
anticipatory mourning and anticipatory grief. They defined mourning as an overall process,
with grief as one of its component processes. Based on clinical data, Futterman et al. (1972)
presented a five-fold, interdependent, interactive model incorporating the following processes:
acknowledgement, grieving, reconciliation, detachment, memorialisation. =~ McCollum &
Schwartz (1972) further elucidated the processes comprising anticipatory mourning. In their
study focusing on social work and parental mourning, they identified four defensive processes
used by parents fending off acknowledgement of a child’s terminal diagnosis: a) defensive

processes; b) affective states; ¢) issues presented; d) adaptive behaviour.

Anticipatory Grief, edited by Schoenberg, Carr, Kutscher, Peretz & Goldberg (1974), was the
first book devoted specifically to the phenomenon of anticipatory processes. This ambitious
publication comprised 41 chapters, and provided an examination of the topic from a variety of
interdisciplinary perspectives. Two chapters in particular are worthy of note here. Aldrich
(1974), specified the dynamics of anticipatory grief, distinguishing between pre and post death
grief. He noted some parallels but also pointed out important differences in ambivalence,
denial, hope, endpoints and acceleration. Gerber (1974), in his chapter entitled Anticipatory
Bereavement pointed out that a social component is frequently missing from many
descriptions of anticipatory grief. He introduced the term anticipatory ‘bereavement which he

argued was less restrictive than anticipatory ‘grief because it took into account both emotional

and social preparations for death.

Rando (1983), in a study focusing on grief and adaptation of parents whose children had died

from cancer, ‘operationalised’ anticipatory grief for the first time. Anticipatory grief was found

16



to be positively associated with preparedness at death; and more anticipatory grief behaviours
engaged in prior to death were significantly associated with less abnormal grief following
death. These findings were congruent with other empirical research outcomes during this
period, which categorically appeared to provide evidence in support of the beneficial effects of
anticipatory grief at post-death. 1986, saw the publication of the second book exclusively
devoted to the phenomena of anticipatory grief and mourning, edited by Rando (1986b). |t
covered clinical issues, treatment strategies, differential concerns for diverse parties in the
dying experience, developmental issues, and practical considerations. It was noted for
proposing a broader definition of anticipatory grief than that previously outlined. Rando
(1986a) argued that ‘anticipatory’ grief was a ‘misnomer because it implied that grieving took
place only for anticipated losses, as opposed to both past and current losses. It was also a
‘'misnomer because ‘grief’ implied, she argued, the necessity for complete detachment (or

decathexis) from the dying person as opposed to, from one’s hopes for, and with that, person

in the future (Rando, 1986a).

1.2.3  The Nineties and the 21st Century

The nineties were characterised by greater breadth and diversity. It brought the advent of the
first psychometric measures developed to assess aspects of anticipatory grieving (Levy, 1991,
Theut, Jordan, Ross & Deutsch, 1991); task-based models were proposed (Corr, 1992; Doka,
1993), reflecting the shift in the wider bereavement field towards the notion of ‘griefwork” and
away from stage / phase models; and clinical work broadened to incorporate a systemic
perspective (Rolland, 1994). A range of methodologies were represented in the published
literature spanning quantitative (Ponder & Pomeroy, 1996; Walker & Pomeroy, 1936) and

qualitative paradigms (Brown & Powell-Cope, 1993; Jones & Martinson, 1392).
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Epistemologically, the field so previously dominated by a positivist approach now welcomed

papers within a social constructionist framework (Fulton, Madden & Minichiello, 1996).

Rolland’s (1994) Integrative Treatment Model, is of particular clinical interest. Focusing on
families, illness and disability, he adopts a systemic approach, in which the family or
caregiving system, rather than the ill person, is viewed as the central focus of care. The
model highlights the interactive processes between the psychosocial demands of different
disorders over time and key components of family functioning. Rolland (1994), further,
expands the concept of anticipatory grief, which he views as having previously been limited to
the terminal phase of an iliness. He addresses issues for families dealing with anticipated loss
experienced across the entire course of a chronic or life limiting illness. Indeed, he states that
the anticipation of loss in physical illness can be ‘as challenging and painful for families as the
actual death of a family member’ (Rolland, 1994.:169).

The experience of anticipatory loss involves a range of intensified emotional
and interactional responses over the course of an iliness, including separation
anxiety, existential aloneness, denial, sadness, disappointment, anger,
resentment, quilt, exhaustion and desperation. There may be intense
ambivalence toward the ill member, vacillating wished for closeness

and distance, and fantasies of escape from an unbearable situation. ..

Family members’ emotions often fluctuate between these painful

feelings and more positive states such as a heightened sense of being

alive, of life’s preciousness, intimacy, and appreciation of routine daily
events, and hope..... (Rolland, 1994:166)

Rolland (1994) emphasises the meaning that family members ascribe to disability, death,

sense of competence and threatened loss, highlighting the potential impact that these factors

can have on adaptation.
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Gilliland & Fleming (1998) carried out an empirical study of spouses of terminally ill patients
prior to and following death. They found both ‘anticipatory’ and ‘conventional grief to be
statistically similar in terms of emotional, physical and social dynamics, as measured by the
majority of subscales on the Grief Experience Inventory (Sanders, Mauger & Strong, 1977).
However, anticipatory grief was associated with higher intensities of anger, loss of emotional
control, and atypical grief responses. Two factors influencing levels of anticipatory grief
significantly were identified: perceived stress and difficulty coping; and gender, men were

more Inclined to defend themselves against experiencing or reporting grief.

Some of the most current writing regarding anticipatory grief is presented in Rando’s (2000d)
recently edited volume, which collects together 19 interdisciplinary works, spanning theoretical

development and applied case work.

1.3 Inconsistencies in Empirical Findings

The majority of empirical work focusing on anticipatory grief, it seems, has been concerned
with the potential benefits that it might yield (or otherwise) for caregivers and family members,
following the actual death of the person with a life limiting iliness. The key research question
has been: to what extent can anticipatory grief mitigate against the effects of ‘normal’ grieving

and to what extent can it facilitate adjustment? The available evidence Is inconclusive.

Many of the earlier studies conducted during the sixties and seventies highlight the positive

effects of having an opportunity to experience grief prior to death (Ball, 1977; Chodoff,

Friedman & Hamburg, 1963; Friedman, Chodoff, Mason & Hamburg, 1963; Fulton & Fulton,
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1971; Futterman, Hoffman & Sabshin, 1972; O'Bryant, 1990; Pine, 1974) and provide
evidence to support the idea that anticipatory grief results in better adjustment to bereavement

(Parkes & Weiss, 1983; Vachon, Rogers, Lyall, Lancee, Sheldon & Freeman, 1982).

Ball (1977), in a postal questionnaire of 80 widows, found both age of widow and mode of
death of spouse were significantly related to the intensity of the grief reaction; and concluded
that anticipatory grief results in improved subsequent adjustment in young bereaved persons.
Further, Ball (1977) suggested that, in fact, age is more predictive of outcome than mode of

death for whether there is a severe grief response.

In her study of post bereavement adjustment in participants whose children had died, Rando
(1983), presented results which she believed confirmed the importance of anticipatory grief

prior to the death, finding it to be positively associated with preparedness at the death and

with fewer atypical responses after death.

Schwab (1975) provided evidence to support the idea that potential benefits can be yielded by
experiencing an optimal amount of anticipatory grief. Schwab (1975) stated that individuals
whose relatives lived for six months following news of terminal prognosis demonstrated

greater post-death recovery than the loved ones of people who lived for a longer or shorter

period of time.

Clayton, Halikas, Maurice & Robins (1973), in their study of 81 widows and widowers at three

time periods (during illness of spouse, one month and one year after death), showed no

relationship between length of terminal iliness and anticipatory grief symptoms post-death. An

20



anticipatory grief depressive cluster was found to be positively associated with depression

one month after death, but no relationship was observable one year later.

Some authors (Lindemann, 1944; Peretz, 1970) have warned that persons whose loved ones
had longer ilinesses adjusted less well following death. These results suggest that post-death
grief may be intensified despite the longer period of anticipatory grief. This may be due to the
heightened loyalty, attachment and commitment developed during this pre-death period and
the opportunity for loved ones to witness the steady debilitation of the patient or the ups and

downs of successive cycles of remission and relapse (Ponder & Pomeroy, 1996).

Gerber, Rusalem, Hanlon, Battin & Arkin (1975) failed to demonstrate any positive effects of
anticipatory grief on post-death grief experience. Their study compared 65 widows and
widowers whose spouses had died following a ‘chronic’ iliness (defined as lasting more than
two months) with 16 whose spouses had died after an ‘acute’ illness. No significant
differences between those whose spouse died after an ‘acute’ rather than ‘chronic’ illness

were found, and they tentatively concluded that exposure to anticipatory grief had no effect on

subsequent adjustment in this group of participants.

Sanders (1982-1983), conducted the first available study to assess post-mortem grief directly,
using a questionnaire rather than assuming adaptation from other variables (e.g. depression).
Sanders (1982-1983) administered the Grief Experience Inventory (Sanders, Mauger &
Strong, 1977), a self-report measure, to 102 newly bereaved but found no significant group
differences. Bowling & Cartwright (1982), similarly noted no association between subsequent
adjustment and length of iliness, place of death or whether widow had been aware of fatal

Drognosis or expecting the death. Other studies have also reported that there was no
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relationship between the length of the anticipatory grief period and adjustment following death

(Maddison & Viola, 1968; Parkes, 1970).

There are a number of possible reasons for this inconsistency in findings. Firstly, at a
contextual level, it should be noted that there is arguably an inherent bias in the publication of
much literature, with a trend toward favouring studies with positive results. It is possible
therefore, that studies failing to find evidence to support a hypothesis that anticipatory grief
may have beneficial effects are under-represented in the published literature. Secondly, many
studies fail to adequately state how they are interpreting the concept of anticipatory grief,
therefore making the comparison of findings across the field hazardous. Thirdly, and
inevitably, it is likely that there are methodological inconsistencies present in some reported

studies, thereby raising doubts about robustness and value.

1.4 Methodological Issues

1.4.1  Research Populations: Diversity and Difference

There is considerable variability characterising the empirical field of anticipatory grief which
makes comparison across studies difficult. As previously noted here, there has been
considerable diversity in the nature of research populations studied in relation to anticipatory
grief. Populations have ranged from parents of children with life limiting ilinesses, bereaved
spouses, caregivers of those with chronic conditions, as diverse as: cancer, Alzheimer's and
dementia, irreversible coma, HIV and AIDS; and organ donors. This diversity, in part, clearly

ndicates considerable interest in the phenomena of anticipatory grief and a desire to expand
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the breadth and depth of research outcomes. Nevertheless, diversity in research does not

necessarily equate with ‘good’ research.

Whilst diversity across populations is to be welcomed, in principle at least, diversity within
research populations is somewhat more problematic. Certainly, in the majority of empirical
studies, little attention appears to be given to ‘within subject’ differences, with only the most
essential demographic characteristics being presented. It should be noted though, that more

recent qualitative studies in this area (e.g. Brown & Powell-Cope, 1993; Duke, 1998; Jones &

Martinson, 1992) have sought to redress this imbalance.

1.4.2 Research Design Issues

A range of data collection methods and data sources have been utilised, from ‘positivist’,
postal questionnaires (e.g. Ball, 1977) to lengthy in-depth, unstructured interviews conducted
within a social constructionist framework of understanding (e.g. Duke, 1998). Necessarily, a
range of data analysis approaches have been adopted, from statistical analyses to grounded
theory. It is therefore difficult to make broad comparisons across the empirical field. Indeed,
as Fulton, Madden & Minichiello (1996) note, it is questionable to compare a study defining

grief as a set of emotions with a study that views it as a process of meaning construction.

Sweeting & Gilhooly (1990) in their review of the literature, note the presence of confounding
variables. They state that there are numerous elements associated with a lengthy terminal
iliness besides the possible presence of anticipatory grief, but that this frequently fails to be
acknowledged in many studies. For example, Siegel & Weinstein (1983) cite factors such as
emotional isolation and physical exhaustion; and suggest that such sequelae of a lengthy

terminal iliness may serve to negate any gains which result from a period of anticipation.
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Importantly, Fulton & Gottesman (1980), note that all studies focusing on anticipatory grief in
relation to post-death grief, are necessarily retrospective; and state that the "...retrospective
classification of an illness as terminal in fact tells us little about how any prospective survivor
viewed the situation prior to the death’ (1980:48). Further, Fulton, Madden & Minichiello
(1996), suggest that the inconsistencies of prior research may have resulted from failing to
distinguish between grief that is being expressed for past and present losses and whatever
responses occur when individuals focus on various aspects of their future. Previous research

has assumed that these time foci are of secondary importance to the emotional response

exhibited.

Interestingly, Fulton, Madden & Minichiello (1996) have commented on the methodological
robustness of Lindemann’s (1944) ‘classic’ paper, noting that the conclusions he derived,
failed to undergo critical evaluation until relatively recently. They go on to suggest that, being
based on anecdotal material (Ball, 1977; Parkes, 1970), and by failing to provide operational
criteria to define normal, pathological or anticipatory grief (Middleton, Moylan, Raphael,

Burnett & Martinek, 1991), it would fail to meet current methodological standards (Stroebe,

Stroebe & Hansson, 1988).

Research designs in this area then, would appear to be poor, having been based upon
‘untested assumptions and serious methodological weaknesses’ (Siegel & Weinstein, 1983).
A variety of dependent and independent variables abound, which are not always considered
consistently or appropriately. Inadequate experimental design and poor definition and
measurement of key concepts, contribute to this lack of consensus. This variability reflects

the theoretical inconsistency and confusion as to the nature of anticipatory grief. It would
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seem then, for a study to be considered viable, researchers must, at minimum, clearly identify

their underlying assumptions and state their own definition of anticipatory grief.

1.4.3  Conceptual Confusion: Problems of Definition

There appears to exist then, considerable lack of clarity regarding the concept of anticipatory
grief as expressed in the empirical literature. As noted above, this could in part be due to an
obvious and simple omission of definition and terms of reference in some studies, though it
may also be indicative of a more fundamental problem underpinning the definition of this
concept. Sweeting & Gilhooly (1990) suggest that problems of definition arise from the very

nature of anticipatory grief, in that it is a subjective experience which has never been

consistently operationally defined.

Fulton, Madden & Minichiello (1996:1349), in their paper The Social Construction of
Anticipatory Grief, state that the original concept of anticipatory grief was developed from
empirical research firmly underpinned by the biomedical model. Further, they argue that the
concept became incorporated into the ‘institution of health care’, and through a process of
'social objectification’ was raised to the status of ‘primary knowledge'. Inevitably, this led to its
very existence no longer being questioned. Consequently, they state, this has resulted In
empirical work focusing on the effects of anticipatory grief, which in turn has sought to
facilitate the development of clinical interventions to help maintain the grief response within

what Welch (1982) describes as normal and masterable boundaries.

In focusing primarily on whether anticipatory grief is a psychologically effective means for

mitigating post-death grief, the attention is diverted away from the key question of ‘what is this

thing called anticipatory grief? Certainly, in the literature there has been a growing debate
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about the existence (or otherwise) of anticipatory grief (Rando, 1986a,1988; Weiss, 1988,
Parkes & Weiss, 1983). Rando (1986a, 1988) vehemently argued for the existence of
anticipatory grief. Her argument was basically semantic in origin, suggesting that
terminological differences should not obscure the fact that anticipatory grief does exist.
Indeed, she entitled her 1988 position document: Anticipatory Grief: The Term is a Misnomer
put the Phenomenon Exists. More recently, Rando (1993, 1995, 2000a, 2000c) has amended
her definition of anticipatory grief, proposing that it is one element of a broader set of
‘anticipatory mourning’ processes. The distinction she makes is as follows:

grief [is defined] as the reactions to the perception of loss, and mourning -
which incorporates grief as its beginning process — as going further to include
actions undertaken to cope with, adapt suitably to, and accommodate that

loss and its ramifications (Rando, 2000a:4).

Fulton, Madden & Minichiello (1996) have critiqued Rando's (1986a, 1988) semantic stance,
for conflating two very different processes of identifying and clarifying a phenomenon and
developing an ‘accurate nomenclature’ to describe it. Further, they suggest that the desire to
develop clinical interventions to aid those experiencing painful feelings of loss and
bereavement (e.g. Lebow, 1976; Koocher, 1986), is reflected in clinicians’ responses to
empirical work, i.e. there is a tendency to seize upon potential clinical value, bypassing

methodological and conceptual concerns.

This has potentially serious consequences for theory development and the growth of scientific
knowledge; and more significantly perhaps, clinicians. Theory development it seems, may
hecome viewed as somehow, less important than empirical work, and almost certainly less of

3 priority for those practising clinicians wishing to engage In clinically relevant research.
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1.5 Discussion

By adopting a chronological approach to reviewing the literature, an attempt has been made to
acknowledge the impact of social, cultural and historical factors. Research takes place and
exists within a broader social context and one can track the influence of socio-cultural
developments. There appears to have been a clear shift within the field of anticipatory grief,
from a purely positivist epistemological approach in earlier decades, to a more current, social

constructionist view of anticipatory grief, and indeed the literature itself, as social construct.

1.5.1  Recommendations for Further Research

Who?

e Relatively little research has been undertaken with individuals who have life limiting
lInesses themselves (Bergerson & Handley, 1992; Hayslip, Luhr & Beyerlein, 1991-92).
Outcomes derived from further research with this population could yield important
implications for more systemic understanding of the anticipatory grief experience.

e In addition to further predominantly ‘academic’ research, clinical practitioners are well
placed and increasingly, well armed (with appropriate research skills), and should be
encouraged to conduct a range of work including theory generation; empirical work;

development of further interventions and evaluation of their effectiveness.

What?

e A move away from predominantly ‘retrospective’ studies focusing on anticipatory
processes in relation to post-death grief, toward an examination of “anticipatory’ processes

‘as they happen’, may aid the development of a clearer and more valid operational

concept.
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Further studies specifically utilising qualitative research methodologies could enable
accounts of individual's experiences to be accessed. Careful analysis of such accounts

can result in robust theory generation firmly grounded in the experiences of individuals.
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Chapter 2;

Conceptualising the Experience of Loss in Caregiving: A Grounded Theory

Study of Daughters Providing Informal Care for a Mother with Dementia

Abstract

This grounded theory study sought to explore the nature and process of
losses experienced by daughters providing care for a mother with dementia.
Participants (N=10) identified themselves as the main carer and were
recruited via two regional mental health services for older people. Open, In-
depth interviews, lasting between 1% and 2% hours, functioned as the
primary data source for analysis. The data corpus was supplemented with
further data in the form of participant notes and letters; demographic details;
researcher’s notebooks and reflective and analytical memos. Data collection
and analysis proceeded concurrently, in three phases. Sampling and coding
ceased when saturation of the data was reached. A theoretical model was
developed and illustrated using Strauss & Corbin's (1990) framework.
Subcategories of each component of the theoretical model were identified
and key points illustrated by participant data. Implications for clinical practice

and further research are addressed.

2.1 Introduction

t has been estimated that approximately one adult in seven in the UK Is involved in caregiving
with an elderly person (Challis et al., 1995), with 60% of people with dementia being
dependent to some extent on community and informal care networks (Harvey, 1998).

Approximately one in three family caregivers is an adult child, often the daughter (or daughter-
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n-law) (Brodaty, 1994: Finch, 1989: Lewis & Meredith, 1988), whilst spouses are the most

frequent carers of a relative with dementia (Wells et al., 1990).

Whilst there exists a considerable literature on caregiving, which has grown significantly in
poth volume and sophistication in the last decade (George, 1994), the caregiving literature has
largely tended to treat informal carers as a homogeneous group (Moore & Shankland, 1998),
and what little literature has differentiated between groups of carers has tended to focus on
the experience of spouses. Further, much of what has been written has tended to be
dominated by either a particular methodological or theoretical stance and has consequently
peen limited. There remains much to learn about caregiving both conceptually and
empirically. Nolan, Grant and Keady (1996), in agreement with Gubrium (1995:268) have
suggested that it is time to take stock and question the value of overly simplified causal
models and return to questions such as ‘What is this thing some call caregiving?'; and ‘How
does it relate to the way everyday life is practised in relation to it? Nolan, Grant and Keady
(19906) state that current definitions and models of caregiving are essentially limited to task-
based conceptualisations, and further argue that even those models which purport to offer a

more ‘sophisticated understanding’ (Parker & Lawton, 1994) seem unable to move beyond the

physical dimensions of caregiving.

A number of studies (Aneshensel et al., 1995; Bull, 1998; Kapust, 1982; Morris, Morris &
Britton,1988) have listed losses experienced by informal caregivers of those with dementia.
ldentified losses have included psychological, social, financial aspects and provided a
superficial understanding of how these losses function at a pragmatic level in the caregiving

process, especially in relation to caregiver burden and stress. Indeed, the main body of
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iterature within caregiving and dementia has tended to focus on the stress and/or burden

experienced by carers, as a result of their caregiving role.

It is often unclear in the literature what these losses are, their origin, how they are
experienced, the meaning ascribed to them by the carer, and how the carer conceptualises,

articulates and expresses such losses, other than in terms of ‘stress’. By returning to
caregivers themselves, canvassing their views and subjecting resulting data to systematic

analysis, this study attempts to address these latter dimensions and thereby provide a useful

contribution to the existing caregiving literature.

2.2 Method

Qualitative methods are particularly well suited to facilitating the exploration of people’s
experiences and the meanings which they ascribe to them (Hoshmand, 1989; Polkinghorne,
1991). A grounded theory methodology was adopted here to analyse participants
understanding of their caregiving experiences and associated losses that may be

experienced.

Ethical approval for this study was sought and obtained from the Warwickshire Research
Ethics Committee, Warwickshire NHS Health Authority (see Appendix B for letter of

approval).

2.2.1 Research Aims

It is not appropriate to state any explicit hypotheses for a grounded theory study. Rather, one

of the key outcomes of adopting this approach is the generation of hypotheses (Charmaz,
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1983, 1990, 1995; Glaser, 1978. 1992: Glaser & Strauss, 1967: Strauss, 1987: Strauss &
Corbin, 1993). Broadly, this study sought to explore the nature and process of loss(es)
experienced by daughters providing care for a mother with dementia: and propose a model of

loss(es), grounded in the analysis of participant data, to facilitate understanding and contribute

to existing literature.

2.2.2 Participants

2.2.2.1 Criteria for Inclusion

Potential research participants were required to be adult daughters who identified themselves
as the ‘'main’ carer, but not necessarily the ‘sole’ carer, for a mother with dementia, who was
either living in her own home or in residential care but not with their daughter. Further, the
care-recipients would have received a formal diagnosis of Senile Dementia of the Alzheimer's
Type (SDAT), multi-infarct dementia or some other form of irreversible, progressive dementia,

as defined by DSM-IV criteria (APA, 1994); and be in receipt of ongoing service input from the

soclal, health and/or voluntary sector.

2.2.2.2 Demographic Profile
e | I

Mean Range SD
l— Age: Daughters / 52.1yrs ! 39 — 66yrs 8.9
Caregivers (N =10)
- I _
Age: Mothers / Care- 81.9yrs | 74 — 92yrs 6.4
recipients (N = 10)
| Length of Time Caring 3.8yrs 2—Tyrs 1.75

Age Profile for Caregivers and Care-recipients with Length of Time
Caring

Table 2.1
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90% of participants were currently married, and this same 90% had two or more children, with
90% of the total population still having children living at home with them. Six participants were
engaged in paid part-time employment. Eight participants had siblings. Nine of the
participant’s mothers were widows, whilst one lived with her spouse. 40% of participant's

mothers lived in full-time residential care, with 60% residing in their own homes.

2.2.3 Procedure

2.2.3.1 Entry into the Field

Participants were recruited via South Warwickshire Combined Care NHS Trust: Services for
Older People and North Warwickshire NHS Trust: Psychological Services for Older People
and Kingsbury Community Mental Health Team (Older Adults). Twelve potential participants,
were identified by regional clinicians and subsequently invited to join the study. Ten agreed to

participate: seven from South Warkwickshire; and three from North Warwickshire.

Initial contact was made via letter (see Appendix C), accompanied by a Research Participant
Information Sheet (see Appendix D). The letter included a return slip for participants to
complete with their contact phone number if they were willing to discuss possible participation
further. Respondents were contacted by phone to arrange a preliminary meeting (lasting
approximately 30 minutes), at a time and place convenient to them to discuss the research
project further. Issues of confidentiality, informed consent, access to and storage of data; and
the purpose of the research were addressed at this meeting. In add