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Lives In Transition: Caregiving And Bereavement Experiences Among Spousal

Dementia Caregivers: A Grounded Theory Study

This large scale research project examined caregiving and bereavement
adjustment among spousal dementia caregivers. The thesis begins by outlining a range
of theoretical models of stress and coping, depression, and anticipatory grief that have
been proposed to explain dementia caregiving and bereavement adjustment. This 1s
followed by a cntical evaluation of the existing research literature on bereavement
outcomes and predictors of caregiving and bereavement adjustment among spousal
dementia caregivers. To date, few theoretical models have conceptualised caregiving
and bercavement as a single, chronic process. The available evidence suggests that
whilst spousal dementia caregivers typically experience a long and exhausting
caregiving career, they experience relatively few bereavement adjustment difficulties.
This has been attributed to mediating factors such as the end of caregiving strain,
anticipatory grief, and social support. However, our knowledge about the process of
caregiving and bereavement adjustment among spousal dementia caregivers and the
transitional experiences that underpin such adjustment are poorly described in the

literature.

The grounded theory approach (Glaser & Strauss, 1967; Strauss & Corbin,
1990) was employed to investigate the caregiving and bereavement expenences of
five participant spousal dementia caregivers. The aim of the study was to develop a
theoretical understanding of the process of caregiving and bereavement adjustment. A
model incorporating five transitions of participants’ caregiving and bereavement

experiences 1s proposed. In each transition a number of key attributes are described.
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These attributes emerged from analysis of participants’ interview data about
caregiving and bereavement experiences. A key finding from this study 1s that two
participants reported they were still having difficulty in coming to terms with negative
experiences of professional support during caregiving. The overall study findings are
discussed in relation to previous research findings regarding dementia caregiving and
bereavement adjustment. Finally, the clinical healthcare implications and potential for

future research are outlined.
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School Of Psychology Research Ethics
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Ethical approval to carry out this research study was granted by the Research Ethics
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(Appendix 1).
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School Of Psychology Research Ethics Committee Proposal

1. Title of Project
Lives in Transition: Caregiving and Bereavement Experiences Among Spousal

Dementia Caregivers — A Grounded Theory Study

2. Name of Investigators
Paul Waring*

Professor Robert T. Woods**
John Keady (Ph.D, RMN, RNT, Cert. HEd)***

*North Wales Clinical Psychology Course, School of Psychology, University
of Wales Bangor, 43 College Road, Bangor, Gwynedd LL57 2DG
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3. The Potential Value of Addressing This Issue

The retrospective accounts of bereaved older adult spouse carers of people
with dementia have the potential to increase our understanding about adjustment

processes during both the caregiving phase and the first two or more years following

bereavement.

In seeking to learn about caregiving and bereavement experiences within this

population, it is hoped to identify some of the difficulties that may be encountered

during the caregiving and bereavement phases and to establish how factors such as
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personal characteristics, coping strategies, social support and healthcare services

impact on psychological adjustment.

4. Background to the Study

The death of a spouse has been reported to be one of the most stressful events
that can be experienced in adulthood (Holmes & Rahe, 1967). Furthermore, spousal
bereavement in older adults represents one of the most serious threats to physical

health and general well-being (Osterweis et al., 1984; W. Stroebe & Stroebe, 1987).

The impact of bereavement is generally considered to increase the risk of
mortality of a surviving spouse. Several studies have reported higher mortality rates
amongst bereaved spouses compared to married people of the same age (Sidell, 1993),
and the greatest risk of dying occurs in the first months after the berecavement (M.S.
Stroebe & Stroebe, 1993). Parkes (1996) .reported that mortality rates among
widowers were 40% higher than for married men of the same age. Similarly, mortality
rates among widows have been found to increase significantly but only during the
first three months after spousal bereavement (Mellstrom et al., 1982). However,
among bereaved spouses of patients with dementia, Ryan (1992) found mortality rates

were significantly Jower than the mortality rates of married and widowed older adults.

Living with and caring for a spouse who suffers a long and protracted illness
may increase the difficulties experienced in the bereavement process (Gerber et al.,
1975). Longer-term caregiving can be an exhausting role that places strain on the
mental, physical and emotional well-being of the carer (Bass & Bowman, 1990;

Gallagher et al., 1989a).
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Mullan (1992) draws our attention to the numerous direct and indirect losses
experienced by caregivers witnessing the deteriorating health of a loved one. Whilst

the death of one’s spouse represents the ultimate loss, a number of additional
‘nondeath’ losses are encountered during caregiving (Collins et al., 1993; Theut et al.,

1991), which contnbute to the experience of ‘chronic sorrow’ (Lindgren et al., 1999).

The burden of family caregiving has been found to manifest in significant
levels of depression, burnout, poorer levels of health, and decreased life satisfaction
(Cohen & Eisdorfer; 1988; Gallagher et al., 1989b; Lindgren, 1990, 1993). In many
cases, the strain of caregiving can reach a point where spouses have to be moved into
hospital or alternative care accommodation in the final period of their lives. As a
consequence, surviving spouses may experience a ‘sense of failure’ (Sidell, 1993),
feelings of guilt (Parkes, 1986; Sidell, 1993), and may reproach themselves for their
actions, wishing they had done things differently (Bowling & Cartwright, 1982). In
addition to the experience of depression following the death of a relative, caregivers

may experience a sense of guilt with frequent ruminations about their efficacy as a
carer (Bodnar & Ki'ecolt-Glaser, 1994). This group of older adults, whose caring 1s

over, seldom receive healthcare services (Davies, 1999).

Bass and Bowman (1990) investigated the transition from caregiving to
bereavement among spousal and family caregivers. They found that family members

appraisals of greater strain during the caregiving process was predictive of greater

strain during bereavement. Furthermore, Bass & Noelker (1987) found that appraisals

of greater strain during caregiving predicted higher levels of long-term community
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service use during bereavement.

The caregiving and bercavement adjustment experienced by caregivers of
people with dementia may be more complicated than other forms of bereavement
(Wasow & Coons, 1987). For instance, caregivers of spouses with dementia may face
difficulties in coping with ‘dual dying’ (Jones & Martinson, 1992), a process that
involves ‘acute grief’ during active caregiving and re-stimulation of this phenomenon

following the person’s death (Almberg et al., 2000).

Mullan (1992) proposes that the bereavement experiences of Alzheimer’s
caregivers may be qualitatively different from other bereaved caregivers or non-
caregivers and, furthermore, dementia caregiving may also have positive effects on
bereavement adjustment. The rationale underlying this proposition is that caregiving
for a person with dementia, often over many years, “creates opportunities for
emotional closeness and also for anticipating and preparing for the impaired person’s
death” (Mullan, 1992; p.675). The relief from the burden of caregiving following the

death of the person with dementia may also have positive effects on bereavement

adjustment (Almberg et al., 2000).

Troll et al. (1979) proposed that part of the grieving process takes place during
the later or terminal stages of an illness, referred to as anticipatory grief (Aldrich,
1974; Fulton & Fulton, 1971; Lindemann, 1944). However, in a later review of the
rescarch literature concerning the concept of anticipatory grief, Sweeting and
Gilhooly (1990) found conflicting evidence about whether or not it actually forms part

of the process of bereavement adjustment.
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In a qualitative study, Jones and Martinson (1992) analysed the caregiving and
bereavement experiences of family members who had been Alzheimer’s caregivers
for between 3-10 years and bereaved for 1-20 months. These caregivers were said to
face ‘dual-dying’, because the grief experienced during the caregiving phase became
reactivated during bereavement. Jones and Martinson argue that the study findings
“support the need for professional intervention during the caregiving phase which

may also be a time of intense bereavement” (p.172).

Mullan (1992) studied the short-term bereavement adaptation amongst
caregivers of spouses or parents with a progressive dementia and described the first
year of bereavement as a time of transition. During this transition period, depression
levels declined soon after the d?ath, whilst ‘overload’, and indicator of distress, fell
dramatically and a sense of mastery increased. Almberg et al. (2000) obtained
qualitative data regarding the experiences of caregivers of a spouse or family member
with dementia and the first six months of bereavement. They reported that the
availability of social support, the continued support of family and/or friends, positive
memories, the perception of caregiving as a burden, and the possibility of saying

goodbye were key factors which linked the stages of caregiving and bereavement.

Recently, Keady (1999) outlined a five stage temporal model to explain the
experiences of carers of people with dementia. In the final stage of this model, carers
enter ‘a new beginning’ at the end of their caregiving career. However, as yet, our
understanding of the transitions and experiences of carers of people with dementia
involved in this stage are poorly understood and described in the literature. This

study, therefore, aims to address this issue by conducting an exploratory study of the
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transition from the role of caregiver to being a surviving spouse of a person with

dementia during the first two years or more following bereavement.

Specifically, this study seeks to develop a grounded theory account of this
process of transition by addressing the following research questions: (1) what are the
experiences of being a carer of a spouse with dementia and the experiences of being a
widow or widower?; (2) what factors are involved in the process of psychological
adjustment during the caregiving phase and bereavement phase?; (3) what is the role
of social support and personal characteristics in the process of psychological
adjustment during caregiving and berecavement?; (4) what role do healthcare services
play in the process of psychological adjustment?; (5) what are the major difficulties

encountered in the caregiving and bereavement phases?

5. The Hypotheses

This study employs qualitative methodology. Qualitative research “begins
with an area of study and allows the theory to emerge from the data” (Strauss &
Corbin, 1998; p.12) rather than beginning the research with a preconceived theory in
mind. This study seeks to generate a theory of psychological adjustment prior to and
following the death of a spouse with dementia. As stated above, the study aims to gain
an understanding of:

% the experience of being a carer of a spouse with dementia and the

experience of being a widow or widower

< the process of psychological adjustment during the caregiving phase and

after the death of the spouse with dementia
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¢ the role of social support and personal characteristics in the process of
psychological adjustment during caregiving and bereavement

¢ the role that healthcare services play in the process of psychological
adjustment

¢ major difficulties encountered in caregiving and bereavement adjustment

6. Recruitment of Participants

Inclusion Criteria
Participation in this study will be on a voluntary basis and participants will be
purposively sampled by the main researcher. The inclusion criteria for participants in
the study are as follows:

¢ female and male bereaved spouses age 65 years and over

> spouse formally diagnosed with dementia before their death

¢ bereaved for at least 18, but preferably 24, months

Exclusion Criteria
< bereaved spouses with a diagnosed dementia that clearly affects their

ability to contribute to this study in a meaningful way

Participant Recruitment

Participants will be recruited via two methods. Firstly, from Alzheimer’s
Society Carer Support Groups within the Bangor and Chester branch regions. Outline
written approval has been received from both the Bangor and Chester branches to

circulate information about this study at Carer Support Group meetings. The
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Alzheimer’s branches will inform the researcher of the names of their members who

express an interest in taking part in this study.

The second method of recruitment into the study will be via the Alzheimer’s
Society Regional Newsletter. This is distributed by mail to the homes of Alzheimer’s
Society members throughout the North West region. Outline approval has been
received to include information about this study in newsletters to Alzheimer’s Society
support groups i1n the North West region. Members who e)‘(press an interest in

participating in the study will be asked to inform their local branch or the main

researcher in this study via the School of Psychology in Bangor.

Once Alzheimer’s Society members’ expression of interest in participating in
the study has been received, they will be sent information sheets (Appendix 2). They
will also be sent a ‘Research Consent Form’ (Appendix 3) which they will be asked to
complete and return in a stamped addressed envelope if they wish to participate. A
further ‘Audio Tape Recording Consent Form’ (Appendix 4) will be given to

participants to complete prior to commencement of the interview.

7. Research Design

This is an exploratory study into a relatively poorly described area of research.
On this basis grounded theory (Glaser & Strauss, 1967), a well known qualitative
research methodology, was selected because it places emphasis on understanding the
multiplicities, variations and complexities of individual’s personal experiences.
Creswell (1998) states that “the intent of a grounded theory study 1s to generate Or

discover a theory, an abstract analytical schema of a phenomenon, that relates to a
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particular situation. This situation is one in which individuals interact, take actions, or

engage in a process in response to a phenomenon” (pp.55-56).

Strauss and Corbin (1990) propose that the “grounded theory approach is a
qualitative research method that uses a sysfematic set of procedures to develop an
inductively derived grounded theory about a phenomenon” (p.24). In grounded theory
it is important that the researcher develops a theory rather than providing a ‘mere
description’ of the phenomenon in question. In this way grounded theory can serve
two important roles. Firstly, in clinical practice terms, it can increase psychological
knowledge about a phenomenon. Secondly, it can contribute to further research about
the phenomenon in question by generating hypotheses and theories which may then

be subjected to subsequent objective testing (Burt & Oaksford, 1999).

Using the framework proposed by Pidgeon and Henwood (1996), the
collection of data in this study will involve conducting and tape-recording interviews
with participants. These interviews will be transcribed verbatim and initial data
analysis will involve inspection and open coding of the text on a line-by-line basis.
The method of constant comparison (Glaser & Strauss, 1967) requires the researcher
to continually examine the data and systematically compare it to emerging categories.
Categories and concepts of importance that emerge during initial data analysis will be

incorporated into an indexing system, and will be supplemented by memo-writing.

Theoretical sampling will be employed as a means to fill out categories, to
discover variations between them and to identify gaps between them. On this basis,

participants in this study will be ‘theoretically chosen’ for their potential for
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generating new theory rather than for being representative of this population. The

number of visits to the field “depends on whether the categorics of information
beccome saturated and whether the theory is claborated in all of its complexity”
(Creswell, 1998; p.57). As such, it is difficult to estimate the number of participants in
this study. However, due to restrictions on the time available to collect and analyse
the data, it is proposed that the number of participants is likely to be around one dozen

or less.

Following initial data analysis, further analysis involving axial coding will

seck to refine the indexing system. This will attempt to link together reclevant

categories, and to establish key concepts that can be incorporated into a meaningful

framework or grounded theory. The grounded theory approach, therefore, enables the

generation of theoretical outcomes from initial unstructured data (Strauss & Corbin,

1990).

8. Procedures Employed

A semi-structured interview format (e.g. Barker et al., 1994) will be used to
conduct interviews with bereaved spouses of persons with dementia. Interviews will

be recorded onto an audiocassette for later transcription and data analysis. It is

anticipated that interviews will last between sixty to ninety minutes.

9. Measures employed

This study does not propose to employ any formal measures.

10. Qualifications of the Investigators to use the Measures
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Not applicable. This study does not propose to employ any formal measures.

11. Venue for Investigation

It is anticipated that interviews with participants will normally take place in
their own home but they will be given the choice of conducting the interview at an

Alzheimer’s Society venue, providing that the necessary arrangements can be made.

12. The Duration of the Study

The proposed timetable for this study is as follows:

May 2001: Application to School of Psychology Research Ethics Committee

Oct 2001: Commencement of data collection and analysis
Mar 2002: Completion of data collection and analysis

May 2002: Completion of research project write up

13. Data Analysis

The tape-recorded interviews with participants will form the data in this study.
Each interview will be transcribed verbatim in accordance with the grounded theory

approach. Data analysis will begin soon after the first interview has been completed.

Data analysis in this study will follow Pidgeon and Henwood’s (1996)
proposed framework (fig. 1) which summarises the process in grounded theory of
moving from the collection of unstructured data to the generation of theoretical

outcomes.
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During initial data analysis, the text of each interview will be inspected and
coded on a line-by-line basis to answer the question as posed by Pidgeon and
Henwood (1996), “what categories, concepts, or labels do I need to account for what
is of importance to me in this paragraph?” (p.92). An indexing system will document
emerging categories and the specific instances of such categories that emerge during
interviews, thereby enabling the generation of multiple examples of categories both

within and between participants.

Figure 1. Grounded theory approach (Pidgeon & Henwood, 1996; p.88).

Data collection Data preparation

Initial analysis

/ Refine indexing system

4t—>

Core analysis

Memo writing Category linking

v

Key concepts

Definitions
Memos

Relationships and models

The coding process will be iterative, in that as new categories emerge from
subsequent interviews, previous transcripts will be examined for further examples of
the category in question. As categories become more developed or ‘saturated’, sub-

categories may be established. The potential links with other categones will be
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explored and theoretical memos and field notes will be used to refine the indexing
system and assist theory development. Core concepts derived from the indexing
system will reflect the extent to which identified categories or themes apply to
participants. This process will be continued until no further concepts develop and a
point of saturation is reached. The final stage of data analysis involves the linking

together of conceptual categories into a meaningful framework.

14. Potential Hazards to Participants / Investigators

No potential hazards to participants or investigators are anticipated.

15. Potential Offence / Distress to Participants

The researcher i1s aware of the sensitive nature of this research. Every effort
will be made to minimise participants’ distress. It will be made clear that participants
may end the interview at any stage. If it becomes apparent that a participant requires
psychological intervention, then relevant information will be given on how to access

psychological services.

16. Procedures to Ensure Confidentiality

Participants will be assured that confidentiality will be respected at all times
throughout the study. They will be informed that the interview will be recorded and
the audio-taped interviews will be kept for the purposes of transcription and

supervision, and will be erased by the researcher after data analysis has been

completed.
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17. How Consent 1s to be Obtained

Written consent to participate in the study will be obtained in all cases using
the attached ‘Research Consent Form’ (Appendix 3). Written consent to tape-record
the interview will be obtained in all cases using the attached ‘Audio Tape Recording

Consent Form’ (Appendix 4).

18. Information for Participants

Participants in this study will be given a copy of the attached information
sheets (Appendix 2). Every effort will be made to ensure that participants fully
understand the purpose of the research and have the opportunity to ask questions prior

to taking part.

19. Approval of Relevant Professionals

This is not required for the purposes of this study.

20. Payment to: Participants, Investigators, Departments/Institutions

It is not anticipated that payment will be made to any of the above during the

course of this study.

21. Equipment Required and Availability

Tape recorder and audiocassettes to be provided by the researcher.

22. Arrangements to Give Feedback to Participants

The information sheets (Appendix 2) inform participants that they will be

contacted at a later date to discuss the findings of this research study.
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Caregiving And Bereavement Adjustment Among Spouses of People with

Dementia: A Literature Review

Abstract

This paper reviews the existing literature on family and spousal dementia
caregiving and bereavement adjustment. A number of proposed theoretical models
that seek to explain caregiving and bereavement adjustment are described and the
evidence from a number of research studies that have investigated the caregiving and
bereavement experiences of spousal dementia caregivers is evaluated. Examination of
the existing research literature suggests that caregiving for a spouse with dementia is
characterised by a number of primary stressors related to caregiving strain and
secondary stressors, including multiple dementia-related losses, which exacerbate the
caregiving experience. Researchers investigating bereavement adjustment have
reported that the death of a spouse with dementia has relatively few long-term
negative consequences. This has been attributed primarily to relief from the burden of
caregiving, social support, and the beneficial effects of anticipatory grief. There 1s a
growing consensus among researchers that caregiving and bereavement are part of a
single, chronic process, whereby in each individual case adjustment is mediated by a
complex interaction between a range of individual and situational factors. Of these,
social and professional support and appraisals of caregiving have been proposed as

key factors that link both caregiving and bereavement adjustment transitions.
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Caregiving And Bereavement Adjustment Among Spouses of People with Dementia:

A Literature Review

Caregivers of a spouse with dementia typically face an ambiguous and
constantly changing caregiving situation, together with a number of unanswered
questions and uncertainty about their spouse’s condition, their role as a caregiver and
the future (Ingebretsen & Solem, 1997). Furthermore, dementia caregiving for a
family member, including a spouse, may be unique and distinctly different from other
forms of caregiving (Brody, 1988) because of the nature of the disease, the intensive
and often long-term care involved, and the ultimate death of the person with common
reactions such as sadness, grief and depression (Almberg et al., 2000; Collins et al.,
1993).

Bass et al. (1991) assert that caregiving and bereavement should be considered
as a single, chronic process that encompasses the caregiving situation, the death of the
person, and bereavement adjustment. This paper will begin by outlining some of the
theoretical models that have been proposed to account for caregiving and
bereavement. The paper will then review evidence from a number of research studies
that have investigated the process of psychological adjustment experienced by spousal

dementia caregivers during caregiving and bereavement.

Theoretical models of caregiving and bereavement
Caregiving models
The experience of caregiving has most often been conceptualised within the
stress and coping paradigm. According to Pearlin et al. (1990) caregiving adjustment

may be influenced by a range of factors including the characteristics and context of
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the stressor, coping resources, social support, concurrent stressors and individual
resources. An extension of the stress and coping model (Haley et al., 1987)
emphasises how caregivers’ subjective appraisals about their caregiving burden can
influence outcomes, such as depression. Another model (Schulz et al., 1988; 1989)
focuses on interactions between categories of stress-related variables including
objective conditions, individual perceptions, short-term responses to stress, enduring
outcomes and conditioning variables such as social support and perceived control.

Researchers working within the stress and coping paradigm have typically
viewed the caregiving situation as a primary stressor that may give rise to a host of
parallel, secondary stressors (Mullan, 1992). Dementia caregiving has been referred to
as a “36-hour day” (Mace & Rabins, 1991). The emotional and physical health effects
of caregiving for a physically or cognitively impaired family member have been
described in terms of depression, burnout, poorer levels of health, decreased life
satisfaction, and detrimental effects on kin relationships and social activities (Cohen
& Eisdorfer; 1988; Gallagher et al.,, 1989a; Gallagher et al.,, 1989b; George &
Gwyther, 1986; Grafstrom et al., 1992; Lindgren, 1990, 1993; Vitaliano et al., 1991).

Caregivers often face a number of secondary stressors, in terms of dementia-
related losses, as they witness the deteriorating health of a loved one with dementia
(Bull, 1998; Collins et al., 1993; Mullan, 1992; Theut et al., 1991) including loss of
familiarity, intimacy, and spousal role (Collins et al., 1993; Rudd et al., 1999)
together with a loss of hope of recovery and future together (Lindgren et al., 1999).
As a result, caregivers may experience a reduced sense of self, ambivalence, and guilt
(Mullan, 1992).

Witnessing the gradual loss of a family member with dementia, and coping

with unpredictable and uncharacteristic behaviours and ageressive outbursts has been
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suggested to be especially distressing (Mullan, 1992). Eventually, the strain of
caregiving may reach a point where the care recipient has to be moved from their
home into nursing home care. Caregivers of spouses with dementia who enter nursing
home care have been found to experience greater strain and impaired health status,
together with higher levels of anxiety, sadness, anger and guilt (Brown et al., 1992;
Rudd et al., 1999), and grief about the loss of the spouse’s physical presence from the
home (Rudd et al., 1999).

Faced with these potential loss experiences, family and spousal dementia
caregivers may begin to grieve long before the death of the person with dementia
(Almberg et al., 2000; Collins et al., 1993; Lindgren et al., 1999; Mullan, 1992; Theut
et al.,, 1991). Furthermore, in the latter stages before the death, caregivers often
continue to care for the ‘body’ whilst experiencing partial bereavement (Troll et al.,
1979). This phenomenon has been described by Lindgren et al. (1999) as “residing in
the land of the living death” (p.535) and by Kapust and Weintraub (1984) as “the
funeral that never ends” (p.462).

The concept of ‘chronic sorrow’ (Lindgren, 1996), defined as resurgent
feelings of sorrow triggered by new losses and remembrances of previous losses
within a chronic illness trajectory (Burke, 1989; Lindgren et al., 1992), has been
proposed to measure family dementia caregivers pre-death grief experiences. Chronic
sorrow has been found to be a frequent emotional response among family caregivers
of people with Parkinson’s disease (Lindgren, 1996) and Alzheimer’s disease
(Lindgren et al., 1999; Mayer 2001). However, caregivers’ nondeath grief has been
found to relate more closely to secondary losses, such as loss of future and changes in
the trajectory of their‘ lives, than to primary losses such as the degenerative changes in

the family member with dementia (Lindgren et al., 1999).
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The concept of ‘anticipatory grief’, originally identified by Lindemann (1944),
involves a “process of slowly experiencing the phases of normal post-death grief in
the face of a potential loss of a significant person” (Theut et al., 1991, p.114). Rando
(1986) further defines anticipatory grief as a person’s growing awareness of the
impending loss of a relative and the reaction to associated losses in the past, present,
and still to come. Anticipatory grief has been proposed to be a unifying response that
encompasses such reactions as anger, guilt, anxiety, and sadness in response to
spousal dementia caregiving (Theut et al., 1991).

Almberg et al. (1997) investigated how family and spousal caregivers cope
with the burden of dementia caregiving and burnout. Burnout has been defined as the
subjective expenence of a state of physical, emotional and mental exhaustion, often
characterised by a combination of high expectation and chronic strain (Maslach, 1982;
Pines & Aronson, 1988). Almberg and her colleagues found that caregivers who
reported burnout were far more likely to employ emotion-focused coping strategies
(e.g. grieving, worrying, and self-accusation), whilst caregivers without burnout were
found more frequently to employ problem-focused strategies (e.g. confronting the
problem, secking information and seeking social support). Almberg et al. (1997)
concluded that problem-focused strategies, used either alone or in combination with
an emotion-focused strategy such as acceptance, were more effective in the coping
process than primarily emotion-focused strategies.

Bereavement models

In a review of the literature, Schulz et al. (1997) highlight the need to extend
models of caregiving and bereavement to facilitate an understanding of the process of
bereavement adjustment following caregiving. However, research has begun to focus

on factors that may influence adjustment to loss, including personality and prior



Dementia caregiving and berecavement 7

health, and situational factors such as antecedent stressful events, the relationship with

the family member, cause of death and circumstances after the loss (M.S. Stroebe &
Stroebe; 1985; W. Stroebe & Stroebe, 1987).

Stress and coping models conceptualise bereavement as a stressful life event
that challenges individuals’ coping resources (Holmes & Rahe, 1967; Lazarus &
Folkman, 1984; Reich et al., 1989; M.S. Stroebe & Stroebe, 1985; W. Stroebe &
Stroebe, 1987). Such models explain bereavement adjustment in terms of a complex
interaction between individual and situational factors, mediated by the social and
personal resources of the bereaved person.

Depression models of berecavement have tended to focus on emotional
reactions to the death of a loved one. Examples include Freud’s (1917) psychoanalytic
and Bowlby’s (1980) attachment models, and models that conceptualise bereavement
adjustment in terms of either ‘pathological’ or ‘normal’ grief reactions (Parkes, 1970;
Parkes & Weiss, 1983). According to Parkes (1972), the experience of grief following
spousal bereavement 1s characterised by an awareness of a discrepancy between the
world that ‘is’ and the world that ‘should be’. As a result of the loss of a loved one a
person’s internal model of, and assumptions about, the world must change, and this
potentially dangerous life event has been termed a ‘psychosocial transition’ (Parkes,
1972).

A number of researchers have suggested that identity change is a key
component of psychological adjustment following spousal bereavement (Bowlby,
1980; Glick et al., 1974; Weizman & Kamm, 1985). Gut (1974) has argued that
successful resolution of the mourning process involves a recognition and acceptance
of the finality of the loss, together with a reorientation and reintegration of the

bereaved spouse’s personality. Saunders (1981) suggests that the bereavement process
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is not complete until the surviving spouse develops an ‘uncoupled identity’.
Models of caregiving and bereavement

Keady (1999) proposes that at the end of their caregiving career, caregivers of
people with dementia enter a final phase or ‘a new beginning’. However, as yet, our
understanding of the transitional experiences of bereaved family and spousal dementia
caregivers 1s limited (Aneshensel et al., 1995; Schulz & Williamson, 1997).

Stress and coping models of caregiving and bereavement suggest that
caregiving may deplete one’s coping, or stress-buffering, resources in response to
cumulative stressors and, furthermore, long-term exposure to chronically stressful
caregiving situations may lead to more difficult adjustment by depleting social
support resources and reducing perceptions of control (Pearlin et al., 1989). As such,
the amount of time as a caregiver and the amount of support received are likely to be
important predictors of adjustment and health outcomes (Schulz et al., 1997). A
further prediction of these models appears to be that the death of a family member
may increase stress-buffering resources, in terms of enhanced mental and physical
health, through the elimination of a major stressor (Norris & Murrell, 1987).

Depression models (Bowlby, 1980; Freud, 1917; Parkes, 1970; Parkes &
Weiss, 1983) predict that long-term caregiving may increase bereavement adjustment
difficulties. Such models focus on emotional reactions and the role of attachment,
guilt, resentment, relationship conflicts, and family dynamics as predictors of poor
bereavement outcomes (Schulz et al., 1997).

Anticipatory grief models (Atchley et al., 1974; Fulton & Gottesman, 1980;
Weisman, 1974) predict that caregiving, particularly in the long-term, enables
caregivers to prepare for the loss of the person, and is likely to have a more beneficial

effect on bereavement adjustment than if a death is sudden. Grief experienced prior to
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the death may help caregivers to resolve difficult interpersonal relationships and assist
the process of detachment from the dying person (Rando, 1986). However, dementia
caregivers’ adjustment may also become complicated by ‘disenfranchised’ grief
(Doka, 1989), whereby they may not receive the potentially stress-buffering effects of
support that might normally be afforded to bereaved persons (Rudd et al., 1999).

A number of stage models have sought to explain bereavement adjustment
following dementia caregiving. For example, Teusink and Mahler (1984) modified
Kubler-Ross’ (1969) stages of dying model in an attempt to explain family dementia
caregivers’ bereavement adjustment. Rando (1984) developed a 3-phase model to
explain the grieving process following dementia caregiving in terms of avoidance,
confrontation and re-establishment. However, a study involving spousal dementia
caregivers found no identifiable patterns of coping or stages of recovery following
bereavement (Wasow & Coons, 1987). Following a number of criticisms of stage
models (e.g. Kastenbaum, 1991; Wortman & Silver, 1989), newer models such as
Worden’s (1991) task-based model have been suggested to understand bereavement
adjustment (Rudd et al., 1999).

Jones and Martinson (1992) investigated the caregiving and bereavement
experiences of family and spousal dementia caregivers and proposed a two-stage
model of intense bereavement. In the first stage during caregiving, characterised by
diagnosis and deterioration, powerlessness and agonizing losses, an ‘empty space’
develops and caregivers begin the process of detachment from the person with
dementia ‘inch by inch’. The second stage characterises bereavement in terms of the

loss of the physical person and caregivers’ grief reactions, an enlargement of ‘empty

space’, and a process of complex relief.
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Another qualitative study (Almberg et al., 2000) involving family and spousal
dementia caregivers identified a number of key factors that link the process of
caregiving and bercavement adjustment. These include the availability of social
support, the continued support of family or friends, positive memories, the perception
of caregiving as a burden, and the possibility of saying goodbye.

The studies by Jones and Martinson (1992) and Almberg et al. (2000)
illustrate the potential of qualitative research to increase our understanding of the
personal meanings that bereaved caregivers attach to their experiences and the
influence that this might have on psychological adjustment. The following section
will review evidence from both qualitative and quantitative research studies regarding

bereavement outcomes following dementia caregiving.

Bereavement outcomes

The death of a family member following dementia caregiving has been
proposed to represent the most difficult transition that caregivers have to face
(Aneshensel et al., 1995). Schulz et al. (1997) point out that traditional bereavement
research has focused on the emotional or physical health consequences of death of a
loved one, such as major depressive episode (Brown & Harris, 1989; Clayton, 1990),
anxiety (Jacobs et al., 1990; Parkes & Weiss, 1983), compromised immune
functioning (Irwin et al., 1987), and physical health problems (Reissman & Gerstel,
1985). The impact of the death experienced by caregivers of a mentally or physically
impaired relative has been reported in terms of depression (Bodnar & Kiecolt-Glaser,
1994; Collins et al., 1994), social and emotional difficulties (Bass et al., 1991; Collins

et al., 1993), feelings of guilt, especially about decisions to put a spouse into nursing
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care (Bodnar & Kiecolt-Glaser, 1994; Parkes, 1996; Sidell, 1993), and ruminations
about caregiver efficacy (Bowling & Cartwright, 1982; Sidell, 1993).

In a study involving family dementia caregivers, Aneshensel et al. (1995)
noted a number of common reactions but also considerable individual variation in the
amount of grief, ways of grieving, and the factors contributing to grief experiences.
Aneshensel and her colleagues observed that pre-death influences such as role
overload, depression, guilt, and loss of self increased some aspects of grief. In
contrast, factors such as a sense of mastery, a developed sense of loss of the care
recipient, and a difficult past relationship with the patient appeared to protect against
grief.

In a review of the empirical studies that have focused on bereavement
outcomes following family and spousal dementia caregiving, Schulz et al. (1997)
found some evidence of short-term negative affect following the death of the care
recipient. However, they also reported a preponderance of research findings
suggesting that bereaved caregivers appear to have relatively few difficulties in
adjusting to the death of the person. Additionally, a number of positive outcomes
following the death have been reported including relief from the burden of caregiving
and increased quality of life. Schulz and his colleagues describe three factors that may
contribute to the presence of either positive or negative bereavement outcomes
following dementia caregiving. First, caregivers may view the death as an end to the
care recipient’s suffering as well as the end of the strain of caregiving. Second, the
predictability of the death enables the caregiver to grieve prior to the death. Third,
family caregiving support systems that provide aid and relief during caregiving are

likely to already be in place when the death occurs.
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Evidence from a number of studies appears to support stress and coping model
predictions that the death of the care recipient will be experienced as relief from the
stresses of caregiving, leading to enhanced well-being (Collins et al., 1993; George &
Gwyther, 1984; Norns & Murrell, 1987). Although there is a dearth of research
evidence about gender differences in terms of the impact of spousal bereavement
following dementia caregiving, a study involving family and spousal dementia
caregivers (Collins et al., 1994) reported a post-bereavement decrease in depression
among female caregivers and an increase among males caregivers.

In a study involving 82 bercaved caregivers of relatives with Alzheimer’s
disease, including 57 spouses, Collins et al. (1993) found that the majority of
caregivers reported feelings of relief in the immediate post-death period. Jones and
Martinson (1992) reported that 77% of family dementia caregivers felt the death of
the relative was a relief and that they were ready to let go. However, this relief was
found to be complex and experienced in terms of sorrowful relief, guilty relief, and
grateful relief. Another study (Almberg et al., 2000) reported that family dementia
caregivers who appraised their caregiving experiences in positive terms were more
likely to report feelings of relief following the death.

A number of key predictors of bereavement adjustment following dementia
caregiving will now be discussed. These factors include caregiving strain, anticipatory
grief, time since bereavement, the relationship with the person with dementia, social
support, and professional support.

Caregiving strain

Some bereavement outcome research studies involving family and spousal

dementia caregivers have reported that greater caregiving strain is predictive of fewer

bereavement adjustment difficulties (George & Gwyther, 1984; Norris & Murrell,
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1987). However, contrary to this finding, Bass & Bowman (1990) investigated
caregiving and bereavement transitions among 73 caregivers, including 18 spouses, of
chronically disabled relatives, and found that family members who perceived greater
caregiving strain experienced greater bereavement adjustment difficulties.

Bass and Bowman’s proposed explanations for their findings may help to
explain caregiving and bercavement adjustment among spousal dementia caregivers
in terms of a complex interaction between situational and individual factors. Firstly,
consistent with stress and coping model predictions, the ‘cascade effect’ of multiple
stressors experienced during caregiving may exhaust the individual and increase their
vulnerability to negative consequences and coping difficulties. This, in turn, may
decrease their resources to cope with bereavement, thereby causing greater strain.
Second, unlike caregivers with a ‘hardy personality’ (Kobasa, 1979), other caregivers
may perceive less mastery or control, lower self-esteem and a less positive attitude
towards challenge and change, which may heighten their perceptions of stress and
result in greater bereavement adjustment difficulties. Finally, contrary to anticipatory
grief model predictions, longer-term stressful caregiving may hinder preparations for
death and contribute to more difficult bereavement adjustments.

Anticipatory gnef

Although tacit attempts have been made to relate caregiving expenences to
bereavement adjustment in terms of anticipatory grief, a comprehensive review of the
available research literature (Sweeting & Gilhooly, 1990) has found conflicting
evidence about the relationship between anticipatory grief and bereavement
adjustment. Whilst a number of studies have reported that advanced wamning of death
is positively associated with good bereavement outcomes (Atchley et al., 1974; Ball,

1977; Lundin, 1984; Parkes & Weiss, 1983; Weisman, 1974), other studies have
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found no such association (Bowling & Cartwright, 1982; Clayton et al., 1973; Gerber
et al., 1975; Hill et al., 1988; Jacobs et al., 1986; Sanders et al., 1979).

Rando (1983) reported an association between extended terminal illness and
poor bereavement outcomes. Moreover, it has been proposed that long-term, stressful
caregiving may increase bereavement adjustment difficulties (Gerber et al., 1975),
increase the commitment and closeness to the dying person, and isolate the caregiver
from other associations (Bass & Bowman, 1990; Collins et al.,, 1993; Tebb &
Jivanjee, 2000). As a result, caregivers may be too stressed and immersed in the
caregiving role to anticipate and prepare for the death (Rosenblatt, 1983; Sanders,
1982). Furthermore, Liken and Collins (1993) assert that pre-death grief does not
substitute for post-death grief.

In a qualitative study investigating the bereavement experiences of family and
spousal dementia caregivers, Jones and Martinson (1992) concluded that whilst
caregivers’ grief expenences may have been anticipatory in nature, this might have
equally been “acute gnef related to the immediate and permanent loss of a relative’s
human abilities and personhood while still living” (p.175). Jones and Martinson
proposed the concept of ‘dual dying’ to explain a first stage of acute grief during
caregiving, experienced in terms of agonizing emotional dissonance and detrimental
effects on caregivers’ health, and a second stage of acute grief which begins after the
death and is characterized by feelings of complex relief, guilt resolution and,
ultimately, recovery.

The reasons for the absence of the purported benefits of anticipatory grief as
reported by some research studies involving dementia caregivers have not been fully
established. However, one possible explanation is Worden’s (1992) proposal that the

grieving process becomes complicated when a loss is ‘ambiguous’, or is not able to be
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clearly identified and confirmed. This has been suggested to reflect family dementia
caregivers’ loss experiences (Bull, 1998), the adjustment to which may be
complicated by disenfranchised grief (Doka, 1989), meaning that caregivers’ pre-
death grief may not be fully acknowledged and the potentially stress-buffering efiects
of support are not received.

Time since bereavement

Researchers investigating bereavement in the general population have found
that, for some, the grieving process may be a short-lived experience whilst, for others,
it may last many years (Wortman & Silver, 1990). The period of adjustment among
bereaved spouses has been reported to be around 30 months, although there may often
be residual grief (Thompson et al., 1991). Parkes and Weiss (1983) found that 40% of
bereaved widows and widowers showed moderate to severe anxiety and depressive
symptomology 2-4 years after the loss.

A number of researchers have proposed that dementia caregivers’
bereavement experiences may be similar to those of non-caregivers (Bass & Bowman,
1990, Bodnar & Kiecolt-Glaser, 1994; Mullan, 1992) although some specific
differences have been reported (Almberg et al., 2000; Bass & Bowman, 1990; Mullan,
1992; Wasow & Coons, 1987). Aneshensel et al. (1995) noted that family dementia
caregivers’ grief reactions were still present up to 3 years after the death and,
additionally, some consistency was observed between patterns of adjustment during
caregiving and bereavement, in that surviving caregivers were observed to do as well
during bereavement as they had been doing during caregiving.

Mullan (1992) examined short-term bereavement adjustment amongst 74
family caregivers, including 47 spouses, of people with Alzheimer’s disease and

described the first year of bereavement as a time of transition. During this period,
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depression levels were found to decline soon after death, whilst ‘overload’, an

indicator of distress, fell dramatically and a sense of mastery increased. The findings
from this study were supported by evidence from subsequent studies (Aneshensel et

al., 1995; Skaff et al., 1996). Mullan attributed the observed changes to
‘psychological preparation’ that had taken place among caregivers in response to
losses prior to the death of family members with dementia but concluded that this was
not identical with the concept of anticipatory grief.

The relationship with the care recipient

Whilst depression models (e.g. Bowlby, 1980) predict that deeply ambivalent
relationships are likely to complicate bereavement adjustment by creating difficulties
in parting psychologically from a person to whom one is bound contentiously,
Aneshensel et al. (1995) reported evidence that dementia caregivers who reported
difficult past relationships actually experienced less grief at the time of death. Collins
et al. (1993) reported that, contrary to predictions made by anticipatory grief models,
caregivers in their study were unable to resolve aspects of their relationship with the
dying person because of the dementing illness and the fact that most caregivers
maintained a strong emotional attachment to the dying family member.

In their review of the literature, Schulz et al. (1997) reported that findings
from studies investigating caregiver-patient relationships have found greater negative
effects of bereavement among bereaved spouses than among adult children who lost
their parents. However, Schulz and his colleagues point out that many studies within
depression models of bereavement have typically not gathered data on the levels of
happiness or marital/relationship satisfaction prior to the onset of the dementing

process and, as caregivers’ accounts tend to be retrospective, there is potential for bias

when recalling events from memory.
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Social support

A number of researchers have suggested that a lack of social support may
exert an important influence on bereavement outcomes (e.g. Osterweis et al., 1984;
W. Stroebe & Stroebe, 1987). Schulz et al. (1997) contend that multiple losses
experienced during caregiving may increase the need for social support. Social
support has the potential to relieve emotional strain during caregiving, to have an
impact on the level of gnef that is experienced (Almberg et al., 2000), and to help
lessen distress during bereavement (Bass et al., 1991).

Social support received during caregiving has been found to exert an
important influence on both pre- and post-death adjustment (Almberg et al., 2000;
Collins et al., 1993). Furthermore, Almberg et al. (2000) noted a relationship between
factors linking pre- and post-death adjustment, including social support, coping-
mastery and positive interpretations of caregiving. Collins et al. (1993) found that,
compared to caregivers who reported good family and social support, socially isolated
caregivers were less likely to experience feelings of relief at the death and were more

likely to report persistent negative post-bereavement emotions.

Professional support
A number of researchers have highlighted the contribution that professional

support may have on caregiving and bereavement adjustment, and the importance of
matching professional healthcare services to caregivers needs (Bass & Bowmam,
1990; Collins et al., 1993; Jones & Miesen, 1992; Parkes, 1993; Rudd et al., 1993).
Jones and Martinson (1992) suggested that their study findings “support the need for
professional intervention during the caregiving phase, which may also be a time of
intense bereavement” (p.172). However, one difficulty is that pre<ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>