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Strengths and limitations of this study

 ► Qualitative research has an important role in under-
standing the variability among persons that quan-
titative analysis may fail to measure. This in-depth 
qualitative study explores bereaved caregivers’ 
perceptions of how they changed, emotionally and 
socially, throughout their journey as a caregiver to a 
spouse with dementia.

 ► We interviewed caregivers two times during be-
reavement (2 weeks apart), which provided par-
ticipants the opportunity to discuss additional 
experiences that may have been missed during the 
first interview.

 ► By exploring experiences from diagnosis to bereave-
ment, we are able to understand what experiences 
and interactions are perceived as the most import-
ant. We present the caregiving and bereavement 
journey as a whole, rather than focusing on one 
timepoint.

 ► The current study sample included an unique group 
of bereaved caregivers who perceived their part-
ners’ deaths as good and had a strong support 
system throughout their time as a caregiver and as 
a bereaved caregiver. Therefore, the sample might 
not be representative of the wider population of be-
reaved caregivers of spouses with dementia.

 ► Findings are reliant on recall and narration from the 
participants. A longitudinal investigation may elicit 
different perspectives.

AbStrACt
Objectives To understand how bereaved spousal 
caregivers of persons with dementia perceive and respond 
to changes over the course of their spouse’s disease, from 
diagnosis into bereavement.
Design Qualitative interview study with convenience 
sampling and thematic analysis approach.
Participants Participants included eight women and 
two men (n=10) who had been spousal caregivers for a 
person with dementia prior to his/her death. Participants 
were older adults who self-reported good health and were 
bereaved longer than a year.
Setting Data collected in a small Canadian prairie city 
between fall 2014 and winter 2015.
Findings Two overarching themes were developed 
as important components of participants’ caregiving 
journey: emotional reactions to change and variation 
in social connectedness throughout the caregiving and 
bereavement journey. Four key sub-themes developed 
through the analysis of emotional reactions to events: 
memorable grief overshadows persistent grief, a 
progressive feeling of hopelessness and overwhelmed, 
relief is common but hidden and gratitude is a milestone 
in a constructive bereavement. Three key variations of 
social connectedness throughout the caregiving and 
bereavement journey were developed: the importance of 
social inclusion throughout a caregiving and bereavement 
journey, the repeated loss of companionship and 
withdrawing from social interactions is contingent on 
needs.
Conclusions The findings suggest that emotional 
changes throughout caregiving and bereavement are not 
linear. The need for support from family, friends and new 
social supports is influential in enabling the caregiver to 
move forward during caregiving and bereavement.

IntrODuCtIOn
A considerable amount of the care deliv-
ered to persons with dementia is provided 
at home by family members, specifically 
spouses.1 Compared with other family care-
givers, spousal caregivers of persons with 
dementia encounter unique challenges 
throughout caregiving and bereavement due 
to the demands of caregiving while also expe-
riencing the loss of a partner.2 Furthermore, 

spousal caregivers report significantly higher 
burden than other caregivers of persons 
with dementia3 4 and experience severe or 
complicated grief due to the prolonged 
period of caregiving and stress at the time of 
their spouse’s death.5 Therefore, exploration 
into the experiences of spousal caregivers of 
persons with dementia is warranted as a means 
of understanding the unique population.

Caregivers’ reactions to caregiving
Caregiving can be challenging for spouses of 
persons with dementia and can have a signif-
icant impact on the well-being of spousal 
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caregivers. Grief is a fluid and dynamic6 emotional and 
physical response to a perceived loss of a relative.7 Grief 
often occurs during states of separation or when an indi-
vidual suffers significant loss in the present or anticipated 
future.8 Pre-death grief is experienced by 71% of care-
givers of persons with dementia 5 as a result of experi-
ences such as witnessing the person with dementia’s 
abilities diminish, observing changes in the person with 
dementi’s behaviour and personality,9 feeling isolated,10 11 
as well as anticipating multiple losses (eg, companion-
ship, personal freedoms and changes in the person with 
dementia).5 Although much attention is placed on the 
deleterious effects of caregiving, desirable psychological 
effects and health benefits are associated with the spousal 
caregiving experience.12 Spouses can find meaning in 
their care, acquire new skills and feel close to the person 
with dementia through their caregiving journey.

Caregivers and social supports
Informal social supports,13 formal social support 
programme and resources,14 and engagement in 
pleasant activities are associated with improved psycho-
logical health and resilience in caregivers of persons 
with dementia.15 Yet due to the amount of care required 
by later stage dementia, caregivers often retreat from 
their social community, making reintegration with their 
previous social circles difficult once the caregiving role 
has ended.16 This is important because although one 
third of caregivers experience mental health concerns 
during bereavement,17 much of the literature on commu-
nity supports is situated within the context of caregiving. 
While caregiving and bereavement may have unique 
properties there is benefit in exploring the caregiving 
and bereavement as an entire course, where experiences 
throughout caregiving feed into the experiences during 
bereavement.

While bereavement is considered a continuation of the 
caregiving journey,18 the current literature lacks a qual-
itative exploration of spousal caregivers’ journeys from 
diagnosis to bereavement.19 Past research has explored 
emotions and community connectivity at specific stages 
utilising primarily quantitative methods,20 with limited 
qualitative work exploring the importance of community 
during caregiving and end of life care.21–23 The primary 
purpose of the study is to provide an exploration of the 
social needs and emotional changes of spousal caregivers 
throughout their caregiving and bereavement journey. In 
doing so, we hope to reveal spousal caregivers of persons 
with dementias’ needs for interventions and/or supports 
throughout caregiving and bereavement journey.

MethODS
Design
The study was a qualitative analysis of interviews with 
bereaved spousal caregivers of persons with dementia. 
The data were collected as part of a study that sought to 
understand how spousal caregivers of individuals with 

dementia navigate bereavement in order to develop a 
bereavement writing intervention. Participants were 
made aware of the intentions of the goals of the orig-
inal study prior to participation. The original study is 
published elsewhere.24

Setting
The setting was a small city in Western Canada and inter-
views were carried out between the fall of 2014 and winter 
of 2015. All interviews were conducted in the participants’ 
homes at a time convenient to them.

Participants
The aim of the original study was to recruit a diverse 
sample of older adult participants with differing lengths 
of spousal caregiving experience and amount of time 
bereaved. We required at least 12 months of bereave-
ment so that participants had lived bereavement while 
not interrupting their bereavement experience too early. 
We focused on spouses 60 years or older because research 
demonstrates that adult children and older adult spousal 
caregivers of persons with dementia have differing expe-
riences in the dementia caregiving journey.5

Participants were recruited through one of two conve-
nience sampling procedures: (1) by newsletters and 
website advertisements with the local council on ageing 
and the provincial Alzheimer Society, or (2) were 
approached by three social workers within a large older 
adult care community on behalf of the research team. 
Individuals interested in participating contacted SP by 
phone. SP verified the individual’s willingness, ability 
(ie, read/speak English and provide informed consent) 
and eligibility to participate. Eligibility was determined by 
current age (minimum 60 years old), length of bereave-
ment (minimum 12 months), whether the individual 
cared for a spouse with dementia and willingness and 
ability to share their bereavement experiences. Recruit-
ment efforts ceased after multiple rounds of recruitment 
produced no new volunteers.

Eight women and two men (n=10) who were bereaved 
spousal caregivers of persons with dementia participated 
in the study. Participants had a mean age of 81.6 years, 
self-reported as having good health and had a strong 
support system throughout their caregiving and bereave-
ment journey. All participants perceived their partners’ 
deaths as good and were bereaved longer than a year 
(M=41 months). The mean amount of time from diag-
nosis to death for persons with dementia was 5.4 years. 
It appears from our sample that spousal caregivers who 
perceived their partners’ death as bad did not respond to 
recruitment advertisements. Additional participant char-
acteristics are presented in table 1. All persons interested 
in participating completed the study.

Data collection
Participants were interviewed twice (n=20 interviews) 
face-to-face by one female interviewer (KG, Master’s 
student research assistant who was new to the research 
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Table 1 Participant demographics

Category N

Living arrangement Own home
Seniors apartment
Assisted living

4
2
4

Type of spouse’s dementia Alzheimer’s
Frontotemporal
Lewy body
Temporal
Vascular

2
1
4
1
2

Place of spouse’s death Hospital
Long-term care

3
7

For participants, ‘living arrangements’ refers to the participant’s 
living arrangements at the time of the interview. Own home refers 
to any home within the community that does not provide amenities 
such as housekeeping, dining or activities; ‘seniors apartment’ 
refers to a communal living environment that provides amenities 
such as housekeeping, dining or activities that make life easier 
for the older adult; ‘assisted living’ refers to a communal living 
environment that provides assistance with daily activities (eg, 
medication, bathing, dressing, etc); ‘long-term care home’ refers 
to a living facility that provides intermediate care; ‘hospital’ refers 
to residing or admission within a hospital setting without a plan to 
move to another living environment.

box 1 Interview guide

Please feel free to begin when or where you like in your 
caregiving journey:
What has life been like since your spouse died?
How has your grieving changed over the months/year(s)?
What thoughts do you have about finding balance?
What are some ways you find balance in your bereavement?
What are some ways that hinder your finding balance in bereavement?
Are there any individuals who help you to find balance?
Are there any that hinder your ability to find balance?

Final question(s):
Do you have anything more you would like to add?
What has it been like for you to participate in this interview?

area with graduate level qualitative training). Initial inter-
views lasted 60–120 min and second round interviews 
lasted 20–60 min. Participants received a $25 gift card 
during the initial interview meeting. No relationship was 
established prior to the start of the study and non-partici-
pants were absent during data collection. No interviewer 
characteristics were reported to the participant prior to 
the interviews. Semi-structured interview guides were 
guided by a review of the literature on bereavement expe-
rience in the context of dementia. Interview guides were 
not piloted; however, the guides were approved by a team 
of experts within the field of caregiving and/or dementia 
(one clinical psychologist and three registered nurses).

Informed consent and demographics were obtained 
immediately before the initial interview. Interview ques-
tions were open-ended and began with the statement, 
‘Please feel free to begin when or where you like in your 
caregiving journey.’ Participants were then given the 
opportunity to discuss their caregiving and bereavement 
journey and prompts were used as a means of direction 
throughout the interview (see Box 1). All interviews 
were digitally recorded. Following the primary interview, 
each initial transcript and associated field notes were 
analysed for themes and areas of interest of the original 
study (ie, additional questions regarding caregiving and 
bereavement experiences). Questions were established 
from the initial interview transcript, which developed the 
interview guide for the second interview session (KG and 
MB). Interviews were transcribed verbatim and verified 
for completeness and accuracy (MB). Data were stored 
on password-protected computers, only accessible to the 
research team. Recruitment continued until the pool 

of eligible participants was exhausted. All participants 
refused their right for transcript review.

Analysis
We used Braun and Clarke’s25 thematic analysis approach 
to identify themes. This method was chosen because it is 
useful for exploring multiple perspectives, highlighting 
similarities and differences, providing well-structured 
guidelines for handling data and identifying unantici-
pated insights, all of which help produce clear and organ-
ised findings.25 26 The following steps were followed: 
(1) All transcripts were initially read for familiarisation 
throughout the data collection phase. Transcripts were 
then re-read line-by-line using an inductive, open coding 
process27 to identify links between developing codes and 
to search for patterns across the interviews. Two patterns 
developed: social and emotional experiences throughout 
caregiving and bereavement. (2) Thematic coding was 
conducted by one researcher, KG, who kept an audit trail 
throughout the research process. NVIVO V.12 was used 
to organise and manage themes. KG explored the data to 
produce initial codes that focused on spousal caregivers’ 
social and emotional experiences throughout caregiving 
and bereavement. In order to address the need for trust-
worthiness and credibility, the codes derived from the 
data were then presented to SP for critique of interpre-
tations. (3) Codes were sorted into potential themes and 
grouped together to form overarching themes. Exam-
ples of codes were: companionship, relief, grief, grati-
tude and staying connected. Codes pertaining to social 
or emotional aspects of spousal caregivers’ experiences 
were reviewed and combined into themes where they 
coalesced around a broader meaning or concept. (4) 
Themes were reviewed and refined. Potential themes 
were judged on whether the codes fit together to create 
the theme or whether the themes accurately reflected 
the meanings of the data. (5) Themes were defined and 
named. Detailed analysis of each theme was written at this 
point. (6) A write-up of the findings was then produced. 
Quotations were chosen to illustrate the themes and to 
include a range of participants and their experiences.



4 Gibson K, et al. BMJ Open 2019;9:e031423. doi:10.1136/bmjopen-2019-031423

Open access 

Figure 1 Depiction of the emotional reactions to change and variations of social connections throughout the caregiving and 
bereavement journey.

FInDIngS
Experiences and interpretations of emotional changes 
and relationships were important to participants’ care-
giving and bereavement journey. Two main themes 
developed after rereading and reflecting on the cate-
gories: emotional reactions to change and variation of 
social connections through the caregiving and bereave-
ment journey. Four key sub-themes developed through 
the analysis of emotional reactions to events (memo-
rable grief overshadows persistent grief, a progressive 
feeling of hopelessness and overwhelmed, relief is 
common but hidden and gratitude is a milestone in a 
constructive bereavement), while three key sub-themes 
of variations of social connectedness throughout the 
caregiving and bereavement journey were developed 
(importance of social inclusion throughout a caregiving 
and bereavement journey; repeated loss of companion-
ship; and withdrawing from social interactions is contin-
gent on needs). See figure 1 for a depiction of the two 
concurrent themes and their sub-themes.

emotional reactions to change
Participants described a variety of emotional reac-
tions throughout their caregiving and bereavement 
journey. These reactions included grief, feeling over-
whelmed and/or hopeless, relief and gratitude. Many 
participants discussed common events that coincided 
with universally reported feelings, suggesting that key 
experiences and the feelings associated with such inci-
dents may have minimised their perceptions of other 
emotions or the caregiving journey as a whole. The 
pattern of memorable experiences coinciding with inte-
gral experiences is reflected in the greater expression 

of emotions felt during particular stages of caregiving/
bereavement. Specifically, the progression of dementia 
symptoms coincided with spousal caregivers’ memories 
of emotional reactions.

Memorable grief overshadows persistent grief
All participants expressed experiences of grief 
throughout caregiving and bereavement. Unlike other 
emotional experiences reported by the participants, 
grief was reported prior to diagnosis, varying in inten-
sity throughout the journey and never thoroughly dissi-
pating. Participants described feeling grief throughout 
their journey; however, it was at key transitional points 
that intense experiences of grief were most memo-
rable. For example, prior to diagnosis, some partic-
ipants discussed a subtle feeling of grief that was 
spurred by recognising memory issues and the decline 
in their spouses’ abilities. Pre-diagnosis grief was often 
overshadowed by the intensity of grief at the time of 
diagnosis, which was deepened by fear and an array of 
emotions.

P3: The final word when (the physician) say that fi-
nal word, then that’s like a little bit of a sledgeham-
mer hitting you… I can’t say that I was angry. I don’t 
know if it’s stoicism… I really can’t say that I was de-
pressed… I was certainly very sad, and I presume I felt 
sorry for myself, I felt sorry for [wife]…

P8: I think grieving kinda happens the moment that 
your spouse is diagnosed with dementia. Cause you 
know this person is never going to be the same, as 
what he has been for fifty-some years.
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For spousal caregivers who placed their spouse in 
long-term care homes, the decision and experience of 
institutionalisation was the greatest and most memo-
rable period of grief. This decision often followed the 
realisation and recognition of their spouses’ decline in 
health and their own limitations to care for their spouse.

P3: …the day I had to sign her into [facility]. That was 
probably my worst day. That day I really felt down… 
So when you bring her, [the long-term care staff] talk 
to her and take her aside, and when you see that she’s 
aside, you take off… I think that was the part that 
maybe bothered me the most, is not being able to say 
goodbye…

Anticipation of death-related grief was a key factor 
in handling grief and stress. Although anticipation did 
not halt grief, those who expressed anticipating their 
spouses’ death reported less overwhelming chronic 
grief during this time. Anticipation was perceived as an 
integral means of self-management that provided the 
opportunity to experience grief, as well as constructive 
emotions, with less guilt.

P1:… that’s another thing about chronic grief… 
makes it easier to deal with a death, because you 
anticipate it… I don’t expect to get over it. It is just 
part of my life. I am a happy person, and I don’t feel 
guilty when I’m happy, but it’s just part of my life.

P2: The bereavement was way sooner than after 
death. I have been doing very well after death. Sure 
you remember them, you miss them, but you’re so 
relieved that they don’t have to suffer anymore.

A progressive feeling of hopelessness and overwhelmed
Feelings of hopelessness often accompanied the expe-
rience of watching a spouse live out the end of their 
life in a long-term care home. However, the feeling of 
hopelessness was not reported at the diagnosis phase, 
but rather was conveyed at times of frustration in the 
early stages of caregiving.

P3: I was sure I was grieving, but as far as I know [the 
diagnosis] didn’t affect my outlook, or my actions, or 
anything like that.

P8: Even to go down for coffee, he would get so upset 
with some people, he would just let them have it! It 
was embarrassing for me, and very hard because it 
wasn’t his natural self, but what could you do.

Many participants cited that they avoided expressing 
how they felt throughout their caregiving journey in 
order to continue unobstructed care for their spouse. 
Although caregiving was expressed as overwhelming, 
many participants discussed their sense of duty to look 
after a spouse.

P3: I would suppose that some days… you felt like 
you were being snowed under… I suppose there was 
sometimes feelings of why me, you know?

P7: I wasn’t feeling good… but I didn’t go and see a 
doctor [for depressive symptoms], because I had to 
look after him.

Relief is common but hidden
Many participants discussed the differences between 
expectations and experiences of bereavement. All partici-
pants stressed that they felt relief once their spouse passed 
away, for themselves and/or for their spouse. Relief for 
self was attributed to the release of duties associated with 
care. However, with this sense of relief came an internal 
struggle to hide these emotions from others.

P4: I wouldn’t want the poor soul to go on any lon-
ger… it was time for him to go. That’s the way I felt, 
it was time to let go.

P6: Well when she passed away… that was more like 
the end of the grieving. It was more of a relief, be-
cause I felt duty-bound to go over to the nursing 
home every day, and to go over there and see her 
gradually going downhill, was difficult.

P9: I think that if I’m totally honest and I want to be, 
that I was relieved, rather than depressed, when he 
died. I know I was relieved because he was suffering… 
For him, and for me. And you kind of had to hide 
that, because people were always saying these stupid 
things about, gone to a better place, and all that.

Gratitude is a milestone in a constructive bereavement
Some participants discussed how grief transformed into 
gratitude during bereavement. The development of grat-
itude allowed spousal caregivers to work through their 
grief and appreciate their past and present experiences. 
In doing so, participants were able to reclaim aspects of 
self that were valued pre-caregiving.

P10: I think in some ways the grief turns to gratitude, 
gratitude that I had him as a spouse, and for all the 
things that we did and shared. So I can transform it 
from deep grief into more gratefulness, for what was.

P2: Before you grieved because you were sad at how 
he was. Afterwards you grieve and you say oh Lord, 
thank you so much, he’s so blessed that he’s not here 
anymore. Then you have put everything into place, 
and you do away with it all, and then you say thank 
you Lord, that part of the life is over.

P7: I feel a lot happier than what I was. I’m more out-
going, I talk to more people than what I used to. I’m 
getting more like myself!

Many participants discussed the importance of grati-
tude and optimism in working through their bereavement. 
Although participants reported experiences of grief, it was 
apparent that a change in mindset through gratitude and 
optimism was integral in working through the grief.

P8: It’s not good for yourself just to dwell on it, cause 
it just gets you down. You have to feel optimistic and 
say that you need to be strong and carry on.



6 Gibson K, et al. BMJ Open 2019;9:e031423. doi:10.1136/bmjopen-2019-031423

Open access 

Variation of social connections throughout the caregiving and 
bereavement journey
Social connections were an integral part of participants’ 
caregiving and bereavement journey, with all participants 
discussing the importance of family, friends and new 
connections unprompted. Three key patterns developed: 
the importance of social inclusion throughout a care-
giving and bereavement journey, the experience of loss 
from multiple sources of companionship and the need 
to withdraw from social interactions. The significance 
of interacting with others appeared to be reliant on the 
personal decision to stay connected with others.

Importance of social inclusion throughout a caregiving and 
bereavement journey
Throughout the beginning of caregiving, participants 
described their social circles as supportive and their 
community involvement as frequent/unchanged.

P10: I got a lot of support from his family as well. 
They were extremely supportive, of me in my journey 
with him, when he was still alive.

P3: In the first 4 years of Alzheimer’s, we didn’t curb 
our activities. We went to the symphony as per regu-
lar, [theatre] as regular, we were part of [volunteering 
organization].

For many, support from family and friends near the end 
of caring for their spouse provided ties to their community 
and encouraged self-care that they could not devote to 
themselves.

P7: My daughter said “If you can look after him til that 
day, I have two days off from nursing, I’ll come and 
look after him and you can go to the other daughter 
and get a couple nights’ sleep.”

Increased social support was perceived as a vital 
resource at the first stage of bereavement. Although 
some participants experienced new friendships after the 
passing of their spouse, many discussed the impact old 
friends and family had on the reintegration within the 
community.

P2: I think just because you have family around that 
supports you, friends that support you, church that sup-
ports you, and all that, it all comes together at the end.

New activities and friendships were also an important 
part of reintegration during bereavement. Communal 
living provided some participants a means of addressing 
loneliness and a fresh start to their bereavement journey. 
This environment provided a social network to turn to in 
times of grief, specifically during meals.

P5: In this building, there’s a great deal of support, 
you get to know your neighbours on the floor and 
you get to know other people, and it’s a community, 
it is a community within itself here.

Repeated loss of companionship
Participants’ first loss of companionship occurred during 
one of two events: the time of diagnosis or the institution-
alisation of their partner.

P3: He said you know, “You know, you’ve lost your 
wife once, and you’re going to lose her again.” With 
the diagnosis and the actual death. I lost her twice.

P5: You realize that the end is sort of in sight… The 
loss of support from your spouse has gone. Somehow 
you don’t really notice that when they’re still in the 
house with you. But once they’re in a nursing home, 
you realize that’s gone.

As a result of their spouse passing, spousal caregivers 
expressed a sudden shift from an abundance of support to 
infrequent social experiences, which exacerbated the real-
isation of loss. Participants expressed that the expectation 
that loneliness would subside as time passes was helpful 
in their adjustment as a bereaved spousal caregiver. This 
expectation allowed the spousal caregivers to periodically 
assess their feelings and adjust their involvement within 
their community to address their feelings of loneliness or 
grief.

P7: It’s still hard for me to go on alone, especially 
downstairs, I don’t take part in a lot of things. But I’m 
happier than what I have been. I’m getting over it, 
I’m starting to take into more things. I’m doing a lot 
better. Well it’s five years, I should be getting better!

While many of the participants focused on the vast 
amount of social support received throughout caregiving 
and bereavement, one participant’s experience demon-
strated how companionship may decrease in multiple 
relationship categories including their spouse, close 
friends and even family members as symptoms of 
dementia progress. Rejection from others impacted 
the spousal caregiver’s sense of well-being, where she 
continued to ruminate in the loss of companionship 
during bereavement.

P2: I think when you lose a spouse, you lose a lot of 
friends. I know that the people that we used to get 
together with, like they shy away. I’m not sure wheth-
er they can’t deal with it, or whether they think well 
there’s nothing more left and the man is gone, what 
are we going to do with just the woman… Once my 
husband was gone it was done and I haven’t heard 
from them for years.

Withdrawing from social interactions is contingent on needs
As a result of stress and physical exertion required in care-
giving, participants made the choice, either willingly or 
out of necessity, to retract from community activities.

P7: We played cards when he was alive too, but then 
when he got so bad I had to quit for a while, because 
he wouldn’t play with us… And shuffleboard, I had to 
stop with that too when he got bad…I couldn’t leave 
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him alone… He said to me one day “How come they 
don’t ask us to do communion anymore?” And I said 
“They don’t need us,” … But he couldn’t do it. And 
I had to quit too, cause I couldn’t leave him alone. I 
didn’t dare.

During bereavement, all participants stressed their 
need for self-care after an emotionally and physically 
draining journey. Many participants no longer wanted to 
take part in activities that were not enjoyable, discussing 
the benefits of living for themselves. The ability to live 
on their own schedule was a relief. Participants described 
a need for self-reflection and regaining the energy lost 
during their caregiving experience, where many wanted a 
break from obligations as a means of recovery. All partic-
ipants reported taking time alone to recharge after their 
spouses’ death, with times ranging from a day to 2 years.

P9: I now recognize that there was about a year and 
a half to two years, where I just very self-indulgently 
didn’t force myself to do any work…I didn’t criticize 
myself for it… that’s one of the basic reasons I en-
joyed my freedom here, after the bad five years. Is 
that I’m basically selfish, and finally I can look after 
only me!

For some it was essential to reintegrate nearly imme-
diately within their community, while others discussed 
a need to grieve and recuperate from the stress experi-
enced throughout caregiving. Community involvement 
was based on desire rather than social expectations, 
suggesting that reintegration is most appropriate when 
the spousal caregiver is ready, rather than through force.

P5: I gave myself a day by myself, and then I made 
myself go. It’s like trying to get in the water, you know 
the lake is cold, and you put your toe in and you sort 
of ohhh. You’re better to just jump in and get wet all 
over and then you’re ok. That was my attitude…

DISCuSSIOn
In summary, grief, relief, hopelessness and gratitude 
were common feelings among participants. Strategies 
such as anticipation and optimism were employed as a 
means of alleviating some overwhelming feelings (eg, 
grief) throughout caregiving and bereavement. Spousal 
caregivers indicated that socialisation was integral in 
managing the stress and grief associated with caregiving 
and bereavement. However, many participants also 
explained the importance of time away from others at 
particular points in their journey. For some, time alone 
was a choice, while others felt excluded from social 
events. How participants perceived time with others and 
time alone was reliant on their autonomy of the situation.

This study highlights the key experiences of the care-
giving and bereavement journey of spousal caregivers. 
Past research suggests that spousal caregivers will employ 
an emotional reaction of denial28; however, this was not 

reported within the current study. The current analysis 
suggests that for spousal carers the experience of care-
giving and bereavement is emotionally fluid with partic-
ular instances of deep grief, dependent on the individual’s 
progression of dementia symptoms. This fluidity supports 
previous proposals that caregiving does not end at the 
death of a person with dementia. As suggested by Orzeck 
and Silverman,18 bereavement is a continuation of care-
giving where bereaved spousal caregivers of persons with 
dementia continue to experience emotional changes as 
a result of caring for their spouse. Therefore, although 
spouses may experience the greatest grief during care-
giving, it is important to recognise and address the needs 
of spousal caregivers during caregiving and bereavement, 
rather than ending caregiving services once the person 
with dementia has died.

It should be noted that the current findings might not 
be generalisable to adult children caregivers of persons 
with dementia. Although reports of depression, grief and 
perceived stress are reported by adult children and spousal 
caregivers, severity of grief is different. For example, 
adult–children caregivers typically experience grief curvi-
linearly, where the intensity of grief is minimal soon after 
diagnosis, highest in the moderate stages of dementia 
and less severe in the last stages of dementia.29 Grief liter-
ature suggests that grief for spousal caregivers of persons 
with dementia begins at diagnosis and increases linearly 
from early to late stages30 with the greatest perceived grief 
experienced during the later stages of dementia.5 For the 
current study, greatest experiences of grief coincided 
with events associated with cognitive decline: diagnosis 
and institutionalisation within long-term care homes. 
This finding is unique because it suggests that grief may 
not be linear, but rather wave like, and thus spousal 
caregivers may benefit from interventions that are event 
focused. Therefore, although the findings deviate from 
past patterns of spousal grief, spouses and adult children 
caregivers continue to experience grief differently.31

Anticipation was identified as an integral tool for 
managing death-related grief. Seeing as the current 
study’s spousal caregivers discussed diagnosis and institu-
tionalisation as periods of greatest grief, more efforts to 
prepare spousal caregivers for these events (through aids 
or interventions) may be beneficial. Supporting previous 
findings,32 33 relief, rather than grief, was experienced at 
the time of participants’ spouses’ death and was the most 
salient emotion experienced during the death of a cared 
for spouse. This means that due to the unique experi-
ences of losing their spouse, spousal caregivers may grieve 
for the loss of their spouse during caregiving. Having 
already grieved throughout their caregiving experience 
while simultaneously recognising their spouse’s suffering, 
bereaved spousal caregivers may be overwhelmed with 
relief rather than grief.34 Although participants under-
stood why they felt relief, many spousal caregivers felt 
apprehensive expressing their relief because it did not 
align with the social expectations of grief. Therefore, 
formal supports throughout caregiving and bereavement 
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may benefit from including education about unique 
experiences of grief associated with caring for a person 
with dementia. Recognising that the journey is distinct 
may provide the permission to express atypical emotional 
reactions (eg, relief) at the time of their spouse’s death.

A key finding was the significance of support systems 
within participants’ lives during bereavement. Dementia 
spousal caregivers may give into the responsibilities of 
caregiving, forgetting their own needs for the sake of their 
spouse. Therefore, it is important to recognise that social 
networks are essential during caregiving35 36 and bereave-
ment.37 However, social support must be perceived in 
order to be an effective resource.38 Similar to Donnelan, 
Bennett and Soulsby’s39 findings, the current study 
included one participant who experienced a loss of 
support due to their spouse’s decline in health and 
death. Such experiences can influence a spousal care-
giver’s well-being. Individuals experiencing a decline in 
social supports may require additional care in identifying 
remaining support networks.

Lastly, the current study highlights how vital reinte-
gration is for a healthy bereavement. Previous research 
supports the current finding that spousal caregivers tend 
to release activities that they once enjoyed as a means of 
balancing time and new responsibilities.40 41 The current 
study indicates that solitary self-care can also be benefi-
cial for a healthy bereavement; however, the amount of 
time needed varies depending on the spousal caregiver’s 
needs. Research has suggested that reclaiming past activ-
ities assists the bereaved caregiver through their grieving 
journey,42 a finding that is supported by the current study. 
Together these findings signify that an open dialogue 
regarding reintegration is needed between spousal care-
givers and their supports throughout early bereavement, 
where flexibility of restoring community involvement is 
endorsed.

Limitations
The current study provided an exploration of spousal 
caregivers of persons with dementias’ experiences from 
diagnosis to bereavement, which offered the opportu-
nity to understand what experiences and interactions 
are perceived as most important by the participants 
throughout their journey. However, the presented find-
ings may be unique because of the aspects of the study 
including participants’ overall optimistic assessment of 
their caregiving and bereavement journey, participants 
desire to provide their experience (all volunteered), 
participants’ demographics (primarily women), percep-
tions of their spouses’ deaths as good and large support 
networks. Many spousal caregivers and/or bereaved 
spousal caregivers may not interpret their journey in a 
constructive manner or have similar access to support 
networks. The way participants recalled and narrated 
their experiences was undoubtedly affected by time and 
their participation in an interview 12 months after the 
death of their spouse.

A longitudinal investigation, examining spousal care-
givers’ perspectives at different points throughout their 
caregiving and bereavement journey, may elicit different 
perspectives and stories that broaden our understanding. 
As well, further understanding in the importance of 
couples’ marital relationship or circumstances is worth 
exploring. Lastly, findings from the current study are 
limited due to the small sample size and the reliance on 
data that was related, but not collected for the current 
analysis. These limitations may suggest why no differences 
were found between spousal caregivers of persons with 
different types of dementia. Future research may want to 
explore these differences in more detail. Therefore, the 
findings do not come from a saturated data set and thus 
may not be indicative of all spousal caregivers’ experi-
ences of caring for a person with dementia.

COnCLuSIOnS
Caring for a spouse with dementia is complex, as is the 
journey during bereavement. The current study presents key 
emotional and social experiences discussed by ten bereaved 
spousal caregivers of persons with dementia from the time 
of their spouses’ diagnosis to their current state of bereave-
ment. The study suggests that relief is the most pronounced 
emotion felt during the death of a spouse with dementia, 
while grief is experienced throughout caregiving. While 
social supports are important, the study suggests that soli-
tary self-care may be just as important to recovery; however, 
the amount of time varies between spousal caregivers. This 
study has added to the understanding of a spousal care-
giver’s experience from diagnosis to bereavement and the 
importance of social support to combat the emotional pain 
endured during caregiving and bereavement.
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