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WHEN THE CARING JOURNEY ENDS: 

SUPPORTING CARERS SEARCHING FOR NEW PATHS 
 

 
(Slide 1) 

 
Thank you chairperson – and thank you all for coming to this session today. 

 

It is impossible to pinpoint when the caring journey ends for those who care 

for a relative with dementia. I am confident however, that for most carers, it is 

not at the point when their person with dementia dies. The death of a person 

with dementia brings to a close the need for someone to care for that person 

and hence, the caring role. The caring journey however, does not usually end 

with this death, but rather, with the successful weathering of the period of 

“dislocation and adjustment” (Bond et al. 2003), which follows it.  

(Slide 2) 

Hence, the death of a person with dementia marks a major transition for their 

carer. This transition is intrinsic to the caring experience and consequently, 

should not be viewed as separate to the caring journey. The process set in 

motion for carers by the death of a relative with dementia is commonly known 

as grief work. Indeed, grief is a companion to most carers throughout their 

caring journey. Despite this, it often appears that post death grief is different in 

duration and form to the grief that accompanies caring for someone who is  

(Slide 3) 

losing abilities over long periods of time. The process of post death grief, what 

may influence the responses of older spouse carers and what we might do to 
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support them through - are the central concerns of this paper. But before 

exploring them, my perspective on these issues and the parameters of this 

paper, require clarification: 

(Slide 4) 

First, my perspective is that of a practitioner, not a researcher. Practitioners 

however, should always be informed by relevant knowledge bases that 

include research findings balanced with practice wisdom. Practice wisdom is 

gained not only through critical evaluation and application of relevant 

knowledge, but also through experience. It is honed through reflection on the 

“evidence” gathered through this experience, critical thought about the 

relationship of this evidence to relevant knowledge bases and self-evaluation. 

Thus, both knowledge and reflective practice are essential to practice wisdom 

and to our effectiveness as helpers.  

(Slide 5) 

Second, having reviewed the extensive literature relevant to this topic, no one 

model emerges to guide us in our work. Consequently, practice wisdom 

informs not only the conclusions I draw within this paper, but also the research 

findings and literature I will focus on and share. I will present core concepts 

and findings from the relevant literature, which resonate for me as a 

practitioner and that I believe can guide us in our efforts to support 

carers at this crucial time. 

(Slide 6) 

Finally, I have chosen to focus within this paper, on older spouse carers, 

rather than adult children or others who provide care. Unfortunately, 

restrictions are necessary when the issues to be explored are so complex and 
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time is so limited. I have chosen older spouse carers for a number of reasons: 

surviving spouses remain the primary source of support for each other as they 

become older and frailer; the emotional needs of older people are often 

ignored because of false beliefs commonly held about ageing and older 

people; as a group – older people are known not to seek help readily and 

thus, may need us to reach out and offer support to them and finally, there is 

substantial evidence that older spouses are more susceptible to the adverse 

consequences of caring, in relation to both their physical and psychological 

wellbeing. It is not my intention, in choosing to focus on older spouse carers, 

to dismiss or minimize the enormity of the issues confronting other groups of 

carers, such as younger spouses and adult children. Rather, my goal is to 

attempt to provide meaningful discourse relative to one high-risk group of 

carers and to avoid minimizing the very real differences in the caring 

experience, for these disparate groups. (I will use the term “older carers” 

instead of “older spouse former dementia carers” for ease of discussion – and 

to stop us all from going around the twist!).            

(Slide 7) 

So, let us move on to explore the caring transition for older carers associated 

with the death of their spouse, some core factors that might influence their 

journey through this crucial transition and what this exploration suggests for 

how we might support and assist them in their attempts to adjust. I shall begin 

by challenging some common assumptions made in this area of work.  

 

(Slide 8) 
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CHALLENGING ASSUMPTIONS: 

One widely held assumption is that there is a model for “good” or 

“healthy” grief. Daphne Hewson in her paper exploring responses to loss of 

ability argues that widely accepted grief models (such as stages models) are 

underpinned by assumptions, which are not supported by research nor 

necessarily held by bereavement experts. They include the assumption that 

grief work must be completed within a reasonable time frame. Those who do 

not fit this normative pattern are often assumed to be experiencing 

pathological grief. Yet to quote Hewson: 

(Slide 9) 

“The current literature shows an appreciation that bereavement responses are 

much more complex, multidimensional, socially constructed and meaning/ 

context based than early grief models seemed to imply.” (Hewson, 1997) 

Hence, there is no one model for “good grief” that can be applied to the 

complex grief experience of older carers. Indeed: 

(Slide 10) 

“The relinquishment and eventual severing of emotional and social 

attachments are, for each caregiver, intensely personal and individual in their 

effect. Each caregiver experiencing these losses does so in an unparalleled 

manner” (Loos & Bowd, 1997) 

This means that research findings, theories and other sources of knowledge 

should never be applied to any individual carers’ journey - without thoughtful 

reflection and critical evaluation. Each carer’s journey is unique and requires 

an individualized response from us.  
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The second common assumption made in this area of work relates to 

anticipatory grief. Anticipatory grief is: 

(Slide 11) 

“…a psychological response that is initiated by a person’s growing awareness 

of the impending loss of a loved one and the associated losses in the past, 

present and future” (Collins et al, 1993)  

Research evidence is contradictory regarding the extent to which it occurs and 

the influence it may exert over post death outcomes (Collins et al, 1993). Yet 

clinical evidence suggests that grief is a companion to carers throughout their 

caring journey.  

(Slide 12) 

It is often assumed that anticipatory grieving means that the bulk of grief 

work is over when the person with dementia dies. The benefits of 

anticipatory grief however, largely lie in the opportunity to resolve unfinished 

business with the dying person. Cognitive impairments intrinsic to dementia 

usually compromise these benefits for carers. Further, the increasing intensity 

of care throughout the disease course, often precludes redirection of energy 

into other relationships before the person dies (Collins et al 1993 - an 

essential task of mourning as described by Worden (Worden, 1982). Thus, 

while anticipatory grieving certainly appears to occur for dementia carers there 

is no substantial evidence that it reduces or even changes the impact and 

process of post death loss.  

(Slide 13) 

Related to this assumption is the commonly held belief that death for most 

carers, is a relief. While relief is a commonly expressed and well -understood 
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emotion, it is rarely the only emotion experienced by former carers. Focussing 

on relief can disenfranchise carers’ grief. This means that the full meaning and 

experience of the loss is not appreciated by others or openly acknowledged 

and publicly shared. Others do not understand why this loss is mourned and 

thus, may fail to validate and support grief. It is often linked to devaluing the 

person with dementia and can lead to customary statements of support 

following their death, being tinged with ambivalent statements like: “this is a 

blessing”. Such statements reflect a failure to understand the impact of loss 

and the depth of carers’ grief (Doka, 2004). Indeed, workers who focus on 

relief can fail to support the grief process that is also occurring (Collins et al, 

1993). 

 

Finally, many assumptions are made about older people, which appear to 

spring from ageist attitudes. Foremost among those relevant to this paper, is 

that older people do not have a future and cannot change or benefit from grief 

work therapy. But in fact: 

(Slide 14) 

“People routinely underestimate the number of years older adults have ahead 

of them and the positive experiences those years may bring. The prognosis of 

grief work is positive and older people have years of experience and strength 

to draw on, know themselves well and often have coping styles and find 

solutions that the therapist hasn’t imagined….. The sense of pessimism with 

older adults ……may have more to do with the therapist’s reaction to the form 

of the therapeutic work.” (Knight, 2004) 
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Thus, it is critical that we recognize and appropriately deal with any discomfort 

we may have about death, grief, ageing and the expressions of intense 

emotion by older people. It is also essential that we examine our attitudes 

about ageing in order to work effectively with older carers.  

 

Let us now move on to distill out some core factors that may influence the 

grief experience of older carers following the death of their spouse. The 

purpose of this exploration is not to revisit those often-discussed and vitally 

important determinants of grief. Rather, our purpose is to hone in on the 

particular experience of older carers and attempt to answer the question:  

(Slide 15) 

What other factors specific to this group of carers might influence their grief 

experience and subsequently - guide us in knowing how to assist and support 

them in their attempts to adjust?  

 

CORE FACTORS THAT MAY INFLUENCE THE GRIEF EXPERIENCE OF 

OLDER SPOUSAL DEMENTIA CARERS: 

Within my exploration of the literature, three core sets of factors resonated 

with practice wisdom and emerged as being potentially important influences 

on the grief experience of older carers following the death of their spouse. 

They relate to: 

(Slide 16) 

• The experience of chronic sorrow prior to death  

• The impacts of the dementia caring experience specific to older carers, 

and  
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• The psychosocial tasks implicit to this critical transitional period for 

older carers  

Let us briefly explore each in turn, beginning with the experience of chronic 

sorrow prior to death. 

 

The term chronic sorrow was initially coined in the 1960’s, to describe the 

pervasive sadness observed in parents of children with an intellectual  

disability. It is differentiated in the literature from both depression and  

(Slide 17) 

pathological grief for two primary reasons: first, it is not a mental disorder but 

rather, a normal response to caring for someone who is losing abilities over 

long periods of time. Second, it is grief that cannot be resolved because the 

cared for person remains alive (Burke et al 1992). Carers experiencing 

chronic sorrow are typically: 

(Slide 18) 

”…highly focused and functional in the presence of ongoing loss. The 

disability or chronic condition may require performing new tasks, making far- 

reaching decisions and modifying lifestyles. Chronic sorrow does not impede 

the ability to meet these challenges” (Burke et al 1992) 

This concept seems highly relevant to older carers of people with dementia. 

Indeed, such sorrow seems intrinsic to their caring role and such attributes 

essential to their survival within it. Questions arise however, about what 

chronic sorrow might mean for the experience of these carers following the 

death of their spouse. Rather than focusing on the prior resolution of grief, as 

anticipatory grief seems to invite many to do, this concept focuses on  

© 2005 Anne Sammut (Alzheimer’s Australia National Conference) 9



10 

(Slide 19) 

the resilience, competence and great resourcefulness, which the experience 

of caring and chronic sorrow appears to engender in carers. While this 

important concept may raise more questions than it answers, its emphasis on 

the more positive ramifications of confronting the daily long term hassles 

associated with caring, seems to more accurately reflect the actual experience 

of many older carers. Hence, sorrow is undoubtedly a companion to most 

throughout the caring journey – but this sorrow does not preclude the 

development of highly functional coping abilities. Acknowledging and 

exploring these very real resources then - are all potential strategies that may 

assist these carers while adjusting. These resources will not ameliorate 

sorrow after death, but they provide concrete evidence of both an older carer’s 

preferred coping styles and their capacity to face and positively overcome 

enormous emotional turmoil. Indeed, research undertaken by Carers NSW 

found that three quarters of older carers they interviewed, attributed their own 

personality and coping styles as integral to facilitating their post death 

adjustment (Payne, 1999).  

 

Let us now explore the impacts of the caring experience specific to older 

people caring for a spouse with dementia: 

Several researchers have suggested that the grief experience may have 

unique characteristics for carers of people with dementia because of the 

nature of the disease course and carers’ experience while providing intensive 

care at home (Collins et al., 1993). Prigerson highlights how a number of 
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factors make caring for someone with Alzheimer’s disease emotionally 

draining and difficult (Prigerson, 2003) including that: 

(Slide 20) 

• The duration of illness is exceptionally long 

• The extent and type of care is especially demanding 

• The strain of caring may be magnified by advanced age and frailty, and 

• Multiple losses are experienced throughout, including loss of the 

person with dementia, their relationship to that person and trauma of 

placement if this becomes necessary 

Schulz and his colleagues add to this list more specific challenges in caring 

for people with cognitive impairments (Schulz et al., 2003), including: 

• Communication problems 

• The need for extraordinary vigilance, and  

• The complexity of coordinating the multiple support systems, which are 

needed to provide adequate care. 

These issues take on particular significance for older carers. Most often, they 

are caring for a life long partner who has assisted them in tackling the 

demands of everyday life. The spouse with dementia may be the carer’s 

primary life companion and source of emotional support. Almost always, they 

will be integral to the older carer’s present and future expectations and life 

plans.  

(Slide 21) 

Consequently, all these factors may need to be grieved and re-negotiated with 

the onset and progression of dementia. This creates enormous emotional and 

practical upheaval for many older carers. Their commonly witnessed 
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reluctance to abandon their spouse means that often, they continue caring 

even when caring demands are physically and emotionally taxing.  

 

One would expect that these experiences of older carers throughout the 

caring journey would be key influences on their grief experience as that 

journey moves towards completion. Dismissing the significance of the 

spouse’s death and the carer’s post death experience could lead to the 

prolongation of grief, particularly if a carer does not have access to other 

sources of support. The emotional and practical demands placed on the older 

carer throughout their caring role are enormous. While some of these 

demands, such as learning new roles previously carried out by the affected 

spouse, may be resolved along the caring path, the death of that spouse is a 

major milestone that commonly leads to the re-surfacing of past losses – 

particularly unresolved aspects of those losses.  

(Slide 22) 

The need for emotional support and opportunities for emotional expression 

would seem paramount at this critical time. Consider: the nature of dementia, 

the obstacles cognitive impairment places in the way of dealing with 

unfinished business; the vastness of the losses experienced throughout the 

caring journey and life and the likely significance ascribed to those losses by 

the older carer. The need for emotional support and the availability of 

networks that are able and willing to provide such support would appear, at 

the very least, to require assessment - if not some form of intervention. 
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The final set of factors to be discussed relate to the psychosocial tasks 

implicit to this critical transitional period. A transition has been defined as: 

(Slide 23) 

“A permanent, sudden life change that has a major impact and initiates a 

period of dislocation and adjustment” (Bond et al. 2003) 

The successful weathering by the carer of both the impact of their spouse’s 

death and the period of “dislocation and adjustment” which follows it, is the 

essence of what is required for bringing their caring journey to an end. 

Although much could be said about this period of transition, I draw your 

attention to the psychosocial tasks for older carers implicit to the transition  

(Slide 24) 

process. This part of the caring journey essentially involves a process of 

grieving and adjusting to significant changes in life circumstances. Reviewing 

the caring journey until a sense of meaning or ”peace” is found appears 

inherent to this grieving process, as does the expression of a range of often, 

painful emotions. Equally important however, is re-designing a life in the 

absence of the lost spouse (Knight, 2004). This usually involves much more 

than grieving him or her as a highly significant person and life companion. It 

also involves dealing with the huge gap left in activity and life purpose, when 

the“36 hour day” caring role ceases (Mace & Rabins, 1981). Indeed: 

(Slide 25) 

“What stands out most for spouse carers….. is the sense of being stuck and 

unsure how to proceed with life….The togetherness of the past has given way 

to an uneasy individuality….Living as a single person is a frightening concept.” 

(Marwit & Meuser, 2001) 
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Factors that have been shown to facilitate adjustment for older carers include:  

(Slide 26) 

the availability of support (Almberg et al 2000) especially emotional, practical, 

spiritual and social support from family, friends and others (Payne, 1999); the 

carer’s personality and coping styles; how well they maintained their own 

identity whilst caring (Payne, 1999); good health and the consequent ability to 

re-engage in activities (Payne, 1999) and positive memories, including the 

opportunity to say goodbye (Almberg et al 2000). Carers with multiple forms of 

support, appear to find adjustment easier (Payne, 1999). This supports clinical 

and research evidence that there are carers who are at higher risk for 

encountering difficulties with adjustment and who need support at this crucial 

time. These carers usually:  

(Slide 27) 

have little or no support; have been and remain, consumed by the caring role; 

are often in poor health (Payne, 1999); hold many negative memories about 

the caring experience and/or did not, for whatever reason, have the 

opportunity to say goodbye (Almberg et. al. 2000)  

 

So, let us now conclude by summarising the core strategies which arise from 

the preceding discussion, for supporting and assisting older carers in their 

attempts to adjust following the death of their spouse. 
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CONCLUSION: STRATEGIES FOR SUPPORTING & ASSISTING CARERS 

IN THEIR ATTEMPTS TO ADJUST 

(Slide 28) 

First, recognize that the caring journey does not end with the death of 

the person with dementia. Our perspective on this journey clearly needs to 

change. Recognizing, and when necessary, responding to the needs of carers 

arising from this vital period of transition, is crucial. 

(Slide 29) 

Second, always remember that each carer’s journey is unique and 

requires an individualized response from us. Remember, knowledge about 

complex human experiences such as grieving and caring - is there to guide 

and inform us, not to prescribe!  

(Slide 30) 

Third, be aware of and question the assumptions underpinning your 

practice. For example, workers who assume that every former carer wants to 

be used as a resource for other carers, when they continue attending support 

groups targeting active carers – are unlikely to explore or act on the real 

reasons for their continued presence. These reasons can be as varied as: 

there is nowhere else for them to have their support needs met; involvement 

in the group facilitates their search for meaning and/or the carer does want to 

contribute their expertise and “give back” to others enduring the struggles they 

have faced.  These varied reasons require an equally varied range of 

responses. We must recognize that former carers have needs in their own 

right (and not just as a resource for other carers) -and provide appropriately 

targeted services to meet those needs. 
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(Slide 31) 

Fourth, identify and respond to the needs of carers for emotional 

expression, self-disclosure and support. This is especially crucial for 

older carers who are at high-risk because: they lack natural support 

networks; they feel they cannot cope with their losses and/or they are 

struggling to re-design a new life because of ill health. It is clear that 

carers may require access to a suite of services throughout the caring 

journey, depending on their needs. These may include: 

(Slide 32) 

• Counselling services, which acknowledge their multiple losses and the 

significance of their spouse’s death; encourage them to express feelings 

and recognize their resilience and strengths and provide information and 

facilitate access to resources that may help; 

• Groups designed to target the needs of former carers. These may 

be: educational and aimed at helping older carers understand grief and 

how to cope and design a new life; or they may be therapeutic and aimed 

at facilitating emotional expression and the weathering of grief; or they 

may be social and aimed at building new support networks. Also, the 

ongoing involvement of former carers in support groups targeting 

active carers should be considered and encouraged, when common 

needs can be identified and all group members can benefit.  

• The slow withdrawal of services already going into the home, rather 

than abruptly ceasing them at the time of death, could also provide 

support during the vital period immediately post death (Payne, 1999). 

Often these service providers are highly valued and form close 
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relationships with carers. Formalizing the provision of a few extra 

visits post death would validate the importance of this crucial 

transition. It would also allow the worker to more naturally and 

supportively end their relationship and the carer a much-needed 

opportunity for emotional expression at this crucial time. 

(Slide 33) 

Finally, advocate and educate colleagues and funding bodies about the 

needs of former carers and the importance of service provision as they 

face this crucial transition. Former carers are often abandoned when the 

person with dementia dies. This happens for a range of reasons but 

commonly because service mandates and tight resources preclude the 

provision of service to them. Yet, the preceding discussion highlights that 

support needs are intensified at this critical point of transition.  

(Slide 34) 

Addressing these needs presents a vitally important opportunity for 

health promotion amongst this group. Capitalizing on this opportunity 

however, requires a strong commitment to assisting carers, recognition 

and acknowledgement of their post death needs and increased flexibility 

in service provision. It also requires acceptance that services, which are 

serious about supporting carers, should not abandon them at this 

critical point in their caring journey - when so much might be gained 

through supporting them, as they search for new paths. 
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