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Abstract

Introduction: Caregivers of persons with dementia experience challenges that can make preparing for end-of-life partic-

ularly difficult. Feeling prepared for death is associated with caregiver well-being in bereavement and is promoted by

strategies supporting a palliative approach. Further conceptualization of caregiver preparedness for death of persons with

dementia is needed to guide the practice of healthcare providers and to inform development of a preparedness

questionnaire.

Objectives: We aimed to: 1) explore the end-of-life experiences of caregivers of persons with dementia to understand

factors perceived as influencing preparedness; and 2) identify the core concepts (i.e., components), barriers and facilitators

of preparedness for death.

Methods: This study used an interpretive descriptive design. Semi-structured interviews were conducted with sixteen

bereaved caregivers of persons with dementia, recruited from long-term care homes in Ontario. Data was analyzed through

reflexive thematic analysis.

Findings: Four themes were interpreted including: ‘A crazy rollercoaster at the end’ which described the journey of

caregivers at end-of-life. The journey provided context for the development of core concepts (i.e., components) of pre-

paredness represented by three themes: ‘A sense of control, ‘Doing right’ and ‘Coming to terms’.

Conclusion: The study findings serve to expand the conceptualization of preparedness and can guide improvements to

practice in long-term care. Core concepts, facilitators and influential factors of preparedness will provide the conceptual

basis and content to develop the Caring Ahead: Preparing for End-of-Life with Dementia questionnaire.
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Family/friend caregivers of persons with dementia
[PWD] experience challenges in the caregiving journey
that can make preparing for death particularly difficult.
The early introduction of a palliative approach focused
on optimizing quality-of-life while preparing for end-of-
life [EOL] is recommended (van der Steen et al., 2014). A
palliative approach aims to promote caregiver feelings of
death preparedness, a complex multi-dimensional,
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dynamic concept associated with well-being in bereave-
ment. In this study, we explored the EOL experiences of
caregivers of PWD living in long-term care settings to
understand preparedness for death. The findings con-
tributed to the conceptualization of death preparedness
and will be used to inform development of the Caring
Ahead: Preparing for EOL with Dementia
questionnaire.

Literature Review

An estimated 50 million persons worldwide are living
with dementia, a neurocognitive, unpredictable and
often progressive disorder that can impair memory,
thinking, mobility and personality (Mitchell et al.,
2009; World Health Organization, 2019). The majority
of care for PWD is delivered by family/friends who pro-
vide an increasing amount of emotional, physical and
financial support as dementia progresses (World
Health Organization, 2019). Positive experiences and
benefits of caregiving include feeling needed and
having purpose, reciprocating care, skill development
and personal growth (Quinn & Toms, 2018). However,
caregiving is also associated with negative physical and
mental health symptoms pre and post-bereavement,
burden and increased health-care utilization by care-
givers (Bremer et al., 2015; Watson et al., 2018).

Burden, depression and anxiety are reported as sig-
nificantly higher (p< 0.001) amongst caregivers of PWD
than other caregivers (Harding et al., 2015; Karg et al.,
2018; Romero et al., 2014). In addition, negative symp-
toms and burden accumulate as dementia advances and
can influence bereavement (Costa-Requena et al., 2015).
Up to 20% of caregivers experience complicated grief
(i.e., intrusive thoughts inhibiting function) after the
death of a PWD, compared to only 3.7% of the general
population (Hebert et al., 2006a; Kersting et al., 2011).
The high prevalence of mental health concerns
amongst caregivers of PWD demonstrates a major
health disparity.

There is promising evidence that outcomes for care-
givers and the quality-of-dying for PWD is improved
when caregivers feel more prepared for EOL (van der
Steen et al., 2013). However, between 53 and 67% of
caregivers of persons with neurodegenerative diseases
feel unprepared for death (Terzakis, 2019). ‘Death pre-
paredness’ (i.e., awareness and readiness for death) is
modifiable through interventions and predicts caregiver
outcomes in bereavement such as, complicated grief,
depression and anxiety (Barry et al., 2002; Caserta
et al., 2019; Hebert et al., 2006a). Relationships between
communication with healthcare providers and compli-
cated grief (adj Odds Ratio [OD] 0.8, 95%CI 0.4,1.5),
as well as between advance care planning (i.e., conversa-
tions about goals and wishes for care) and death

preparedness (B¼ 0.27, 95% CI 0.1,0.45) have been
demonstrated that should be leveraged to guide
improvements in care (Nielsen et al., 2016; Schulz
et al., 2015).

Altogether, there is strong evidence that promoting
preparedness for death in caregivers of PWD has posi-
tive impacts and should therefore be an aspect and qual-
ity indicator for EOL care. However, limitations exist in
the conceptualization, definition and measurement of
preparedness for death. Reviews of preparedness studies
and instruments have found that the concept of caregiv-
er preparedness for death for PWD is often not defined
and existing instruments have limited conceptual ade-
quacy (Durepos et al., 2019; Nielsen et al., 2016;
Terzakis, 2019). To address these gaps, we conducted a
concept analysis of death preparedness for caregivers of
PWD using literature, developed a theoretical definition
and the ‘Caregiver Preparedness for End-of-Life of
Persons with Dementia’ model (see Figure 1) (Durepos
et al., 2018). The new model built upon and integrated
the ‘Theoretical Framework of Preparedness’ developed
by Hebert et al. (2006b).

Based on this new model, preparedness is defined as,
“a self-perceived cognitive, affective and behavioural
quality or state of readiness to maintain self-efficacy
and control in the face of loss” (Durepos et al., 2018).
The concept is described as having seven attributes
across medical, psychosocial, spiritual and practical
domains (Hebert et al., 2006b; Durepos et al., 2018).
Cognitive (knowledge, information), affective (emotion-
al-regulation, attitude, support) and behaviours (skills,
actions) are described as traits underlying the concept,
promoted through problem and emotion-based coping
strategies (Hebert et al., 2006b; Durepos et al., 2018).
Strategies such as EOL discussions are theorized as
reducing uncertainty, enhancing preparedness for
changes, needs and losses within domains, and promot-
ing caregiver well-being in bereavement (Hebert et al.,
2006a; Durepos et al., 2018). Caregiver death prepared-
ness is therefore a holistic quality indicator/outcome for
strategies supporting a palliative approach and EOL
care.

Aims

The aims of this qualitative study were to identify the
core concepts of preparedness for death amongst care-
givers of PWD and to understand influential factors,
facilitators and barriers. Study implications are particu-
larly relevant for nurses and healthcare providers prac-
ticing a palliative approach in long-term care where the
majority of PWD experience EOL. This study repre-
sented phase one of a mixed methods study (qual-
>QUAN) to develop and evaluate the ‘Caring Ahead:
Preparing for EOL with Dementia” questionnaire
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(Creswell et al., 2011). Research questions included: 1)

What are the experiences of caregivers of PWD during

EOL, and what factors influence preparedness for

death? 2) What are the core concepts (i.e., components),

facilitators and barriers to preparedness for death?

Methods

Design

This study used an interpretive descriptive design

(Thorne, 2016) as it is appropriate for exploring a phe-

nomenon relevant to clinical practice and aims to pro-

duce a coherent conceptual description of a

phenomenon applicable to practice. The authors are

members of health disciplines (nursing and social

work) and this study emerged from clinical practice

with PWD and caregivers in long-term care.

Interpretive description assumes the existence of multi-

ple realities constructed through social interactions with

the world and influenced by context (Thorne, 2016). The

research approach was loosely based on constructive

realism and the authors assumed they were interacting

with participants to create a representation of prepared-

ness by describing the underlying, common and shared

patterns in their experiences (Cupchik, 2001; Thorne,

2016). Pre-existing theoretical knowledge informed sam-

pling and data collection in this study, but the analysis

Loss and Transition

Antecedents Preparedness Attributes: 
Domains and Traits

Consequences

1. Living with 
Anticipatory Grief 
and Burden;

2. Illness-related event;

3. Advance Care 
Planning & End-of-
Life communication 
with Care Providers;

4. Uncertainty about 
the Situation and the 
Future

1. Medical: 
Knowing and recognizing signs of 
decline and dementia, and what 
dying looks like

2. Psychosocial: 
Understanding emotions and grief
responses; 
Accessing and appraising supports 
and relationships to manage, plan 
and provide care around death

3. Practical: 
Organizing legal, financial and 
household affairs and completing 
tasks in advance

4. Spiritual: 
Accepting that losses are inevitable 
and imminent
Reflecting on caregiving and finding 
meaning, ‘a silver-lining’
Reconciling, renewing and closing a 
relationship 
Completing the family member’s 
life.

5. Cognitive: 
Information and support-seeking, 
problem-based coping

6. Affective: 
Emotional-regulation, reframing, 
avoidance/acceptance, emotion-
based coping

7. Behavioural: 
Active task completion and 
planning, problem-based coping

1. Mental Health and 
Well-being after 
Death; 

2. Adaptation and 
Adjustment in 
Bereavement;

3. Satisfaction with 
End-of-Life care and 
Quality of Dying for 
the person with 
dementia

Figure 1. ‘Caregiver Preparedness for End-of-Life in Dementia’ Model.
Note from: Durepos et al., (2018) What does death preparedness mean for family caregivers of persons with dementia? American Journal of
Hospice and Palliative Care, X(X), 1–11, https://doi.org/10.1177/1049909118814240; and Durepos et al., (2019) Caregiver preparedness for
death in dementia: An evaluation of existing tools. Aging and Mental Health, https://doi.org/10.1080/13607863.2019.1622074
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was inductive with the end study-product grounded in
the data (Thorne, 2016).

Sampling

Purposive sampling, including criterion, maximum vari-
ation and snowball sampling strategies, was used to
recruit a sample of bereaved caregivers of PWD to act
as information-rich cases from long-term care settings
(i.e., 24-hour residential care facilities) in Central
Ontario (Patton, 2015; Thorne, 2016). Participants
were recruited with the following criteria: 1) English-
speaking adults over 18 years old; 2) bereaved between
3 to 24months, who previously provided: 3) unpaid,
emotional, physical or financial care; 4) to a family
member/friend with dementia residing in long-term
care. Participants with diverse characteristics (e.g.,
gender, relationship) known to influence caregiving
and EOL experiences were recruited for maximum var-
iation (Patton, 2015; Schulz et al., 2015; Thorne, 2016).
All participants resided in Canada. However the major-
ity of Canadians report having beliefs and traditions
influencing EOL experiences that stem from an addition-
al ethnic origin (Ontario Palliative Care Network, 2019).

Recruitment

Staff members in two long-term care homes (i.e.,
Director of Care and administrative assistant) and an
educator with the local Alzheimer Society assisted with
recruitment by posting flyers in their settings and by
contacting bereaved caregivers known to them by
email or telephone to let them know about the study
(Patton, 2015). Participants were offered a $25 gift
card as an incentive. To minimize researcher intrusion,
interested participants contacted us or gave permission
to staff to share their contact information (Roberts &
McGilloway, 2011). Recruited participants let other per-
sons who met the inclusion criteria know about the
study which facilitated snowball sampling (Patton,
2015). Sampling continued until the data became redun-
dant (Thorne, 2016).

Data Collection and Analysis

Semi-structured interviews were conducted by the lead
author (P.D.) in the participants’ preferred location (i.e.,
home or by telephone) from June to September 2018. P.
D. is a nurse (PhD student) with specialty training in a
palliative approach, counselling and experience conduct-
ing research interviews about EOL. An iterative inter-
view guide was used to explore experiences at EOL and
perceptions of preparedness, with questions organized
around domains of the existing Preparedness Model
(see Supplement) (Hebert et al., 2006a; Durepos et al.,
2018; Thorne, 2016). The interviews lasted 30 to

90minutes. P.D. recorded field notes during interviews
to capture data about participants’ moods, emphasized
concepts and recorded a reflective note in her reflexive
journal to record personal reactions immediately follow-
ing the interview (Braun et al., 2014). Interviews were
audio recorded, transcribed, identifying information
was removed and transcripts were proofed for accuracy
against the recording (Patton, 2015).

Data analysis began concurrent with data collection
as P.D. was immersed in the data, listened repeatedly to
interview recordings, and recorded emerging patterns in
her field notes and journal. Meaningful participant quo-
tations within transcripts were defined as the units of
analysis (Elo et al., 2014).The authors used an inductive
data-driven approach to analyze the data (Thorne, 2016)
and followed the six-steps of reflexive thematic analysis:
1) becoming familiar with the data by reading and re-
reading transcripts; 2) generating initial surface-level
codes to organize and describe the data within tran-
scripts; 3) searching for common, underlying patterns
across the data-set and collating initial codes into
themes that went beyond the surface-level; 4) reviewing
the themes in relation to the data; 5) defining and label-
ling themes with details and the overarching narrative;
and 6) reporting the findings (Braun et al., 2014). The
authors each analyzed three transcripts independently
until they had generated and reviewed themes (i.e., step
4) (Braun et al., 2014; Patton, 2015). The authors then
met together, discussed and compared their findings and
defined preliminary themes based on consensus.

Using the themes as codes, P.D. proceeded to analyze
all of the remaining transcripts using QSR’s NVIVO
12.0 qualitative analysis software. P.D. developed new
codes to reflect the data as needed and clarified/modified
the themes to produce a coherent conceptual description
of preparedness core concepts, facilitators, barriers and
influential contextual factors. P.D. met frequently with
the study authors during analysis over the next three
months to ensure the findings were data-driven (Elo
et al., 2014; Thorne, 2016).

Trustworthiness

To enhance conformability and ensure the findings were
data-driven we critically reflected on our assumptions
and potential influences on the research process. As the
lead author P.D., also critically reflected on her role as
the research instrument to ensure the interview questions
were not leading, recorded her reactions to the data in a
reflexive journal and debriefed with another author (Elo
et al., 2014). The authors maintained an audit trail of
decisions made regarding the study design, sampling,
data collection and analysis for transparency and
dependability (Elo et al., 2014). Credibility of the find-
ings was promoted through the independent analysis of
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transcripts by all authors for researcher triangulation
(Elo et al., 2014).

Ethical Considerations

This study was approved by the Hamilton Integrated
Research Ethics Board (#4503). Written informed con-
sent was obtained prior to each interview. Sensitive
interviewing techniques were employed including: fre-
quent breaks and/or discontinuation of the interview if
needed, a list of supportive resources provided at the end
of the interview, validation of emotions availability of
the interviewer for follow-up and connection to addi-
tional resources if needed) (Brayda & Boyce, 2014;
Roberts & McGilloway, 2011). All of the participants
demonstrated emotions during the interview (e.g.,
crying, sadness), however no participants wanted to
end the interview. The majority of participants expressed
that completing the interview was beneficial to their well-
being and was a rewarding way to help caregivers.

Findings

A sample of 16 bereaved caregivers, primarily adult-
children (70%) of PWD (i.e., care recipients) who were
deceased were interviewed (see Table 1). The overarch-
ing theme, ‘A Crazy Roller Coaster at the End’ described
the challenging journey that caregivers experience lead-
ing up to death and provides context for the develop-
ment of core concepts (i.e., components) of preparedness
for EOL. Three additional themes represented inter-
connected core concepts comprising preparedness. ‘A
Sense of Control’ managing the situation focused on
the PWD and meeting their needs. ‘Doing Right’ fulfill-
ing obligations focused on societal needs and customs at
EOL. ‘Coming to Terms’ adapting to loss focused on the
caregiver themselves. Figure 2 displays the three core
concepts comprising preparedness that were developed
(and influenced) by the context of the caregiving journey.

Theme 1. “A crazy rollercoaster at the end”: The chal-

lenging journey of caregiving and preparing for EOL. This
theme describes participants’ experience of caring for
their family member as a dynamic, process of emotional
upheaval, responses to decline and created context for
the development of preparedness. Specifically, the rate
(sudden or gradual), nature of decline (expected or unex-
pected) and quality-of-life of the PWD are contextual
factors along the journey that influence the core concepts
of preparedness.

Participants described experiencing, “one crisis after
another, after another. . .with so many ups and downs
for years” (P01) and a “crazy rollercoaster at the
end. . .we weren’t prepared for” (P12). A pattern of med-
ical events characterized the last year of the PWD’s life,
including the loss of “vocal capabilities. . .ability to

focus. . . swallowing. . . recognizing family” (P15).
Participants described PWD as having “a long, slow
deterioration in overall health and quality-of-life”
(P04). However, the final months/days of life were
often described as rapid or sudden. A participant
explained, “We had lots of time. . .years even, but no
time. . .when it mattered” (P16).

During the last year of life, PWD were perceived as,
“already gone” (P15) and “ready to die” (P07).
Participants expressed that PWD had poor quality-of-
life and the participants were therefore “ready” (P06) or
“waiting for it to be over” (P05). Thus, the quality-of-life
for the PWD appeared to influence feelings of prepared-
ness for death. A predictable trajectory and nature
decline (expected by the participant) as well as a
slower rate of decline were also viewed as motivating
and promoting preparedness. A participant explained,
“I had some time because there was some lead-up
right? They said, ‘she’s got [pneumonia]’ and she
slowly slipped away. . .that’s a great gift” (P06). In con-
trast, rapid and unexpected decline presented barriers to
preparedness. A participant explained, “He went from
completely functional to hell in 45 days. . .I wasn’t pre-
pared for that rate of decline” (P16). Overall, the journey
of caregiving for someone with dementia during EOL
was described as a roller coaster and preparedness was
influenced by contextual factors such as the quality-of-
life of the PWD, the rate and nature of decline.

Theme 2. “A sense of control”: Managing the situation.

A core concept comprising preparedness was managing
the situation which focused on meeting the needs of the
PWD. Managing the situation meant feeling competent
in the caregiver role and confident in goals for the PWD,
and was facilitated by being proactive, knowledgeable
about dementia and resourceful. Some participants
described themselves as, “. . .checking all the boxes”
(P16) and “. . .staying on top of things” (P15).
Strategies such as organizing and planning, advocating
and articulating goals, information and resource-seeking
assisted participants to maintain a sense of control and
meet the needs of the PWD. A participant explained, “I
felt in control. . .I did exactly what I wanted to do every
step of the way. . .If they say someone is dying, don’t just
sit there! Make plans (P06). Another participant
explained, “We worked hard to educate
ourselves. . .Our intent was always to make sure that
we were able to give him all the supports that he
needed. . .” (P11).

Having transparent, collaborative relationships and
confidence in healthcare providers and other family
members to meet the PWD’s needs also enabled partic-
ipants to manage the situation. A participant shared,
“the charge nurse had her finger on everything. . .I
knew they would keep him comfortable” (P14).
Communication from healthcare providers assisted

Durepos et al. 5



Table 1. Participant Sample (n¼ 16).

Characteristic N (%) Mean (SD)

CG Gender Male 7 (43.75)

Female 9 (56.25)

CG Age (years) 60 (11.5)

CG Relationship to deceased Spouse 3 (18.75)

Adult Child 12 (75.0)

Other (Nephew) 1 (6.25)

CG Time bereaved (months) 9.6 (6.9)

CG Present at time of death Yes 7 (43.75)

Location of death LTC 11 (68.75)

Hospital 4 (25.0)

Home 1 (6.25)

CG Ethnic Background British 10 (62.5)

European 3 (18.75)

Asian 2 (12.5)

South Asian 1 (6.25)

CG Religion Agnostic 4 (25.0)

Christian (any denomination) 9 (56.25)

Jewish 2 (12.5)

Hindu 1 (6.25)

CG Employment Status Retired 5 (31.25)

Full-time 8 (50.0)

Part-time 2 (12.5)

Currently not working 1 (6.25)

CG Education Less than High School 1 (6.25)

High School 1 (6.25)

College / University 8 (50.0)

Graduate School 6 (37.5)

CG Household Annual Income 51-100,000 6 (37.5)

$101-150,000 3 (18.75)

$151-200,000 3 (18.75)

Greater than $200,000 4 (25.0)

CR Gender Male 8 (50.0)

Female 8 (50.0)

CR Age (years) 85.9 (6.4)

CR Time in LTC (years) 2.9 (1.8)

CR Time with dementia (years) 9.4 (6.0)

Type of dementia Alzheimer’s 6 (37.5)

Vascular 3 (18.75)

Korsakoff 1 (6.25)

Unknown 6 (37.5)

CR Ethnic background British 10 (62.5)

European 2 (12.5)

South Asian 1 (6.25)

East Asian 2 (12.5)

Nordic 1 (6.25)

CR Religion Agnostic 2 (12.5)

Christian (any denomination) 11 (68.75)

Jewish 1 (6.25)

Hindu 1 (6.25)

Muslim 1 (6.25)

CR Education Less than high school 2 (12.5)

High school 5 (31.25)

University / college 5 (31.25)

Graduate school / professional certificate 3 (18.75)

Trade school 1 (6.25)

Note. CG¼ caregiver; CR¼ care recipient (i.e., person with dementia); LTC¼ long-term care.
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participants to understand the PWD’s health status,
which promoted a sense of control. A participant
explained, “I called a physician friend . . .he was the
one who said, ‘it sounds like he’s palliative’. . .and it
was just reassuring to hear that. . .” (P02). In contrast,
inadequate care, a lack of continuity and limited com-
munication with staff were perceived as barriers to
preparedness.

Information-seeking and communicating with staff
were important for participants to understand the poten-
tial nature for decline and trajectory of changes associ-
ated with dementia described as influencing
preparedness in the caregiving journey (Theme 1).

Theme 3. “Doing right”: Fulfilling obligations. A core
concept of preparedness was fulfilling perceived moral
and legal obligations that are the result of societal
needs and expectations for EOL. Obligations were per-
ceived “duties” (P01) to fulfill before, during and after
death. Meeting moral obligations to society meant sup-
porting quality-of-life, dignity, comfort and companion-
ship while dying and traditional/customary celebrations
of life and legacy at EOL (e.g., cultural, spiritual, per-
sonal). Alternatively, legal obligations to society meant
completing worldly, practical and financial affairs at
EOL. Participants perceived that fulfilling obligations
was necessary to avoid regrets and emotional distress.
A participant explained, “I don’t think you can ever
fully prepare. . .But I would say no regrets is the most
important thing. . .” (P06). The fulfillment of obligations
was facilitated by understanding the PWD’s wishes relat-
ed to traditions/customs and legal affairs, and making
arrangements before death.

A participant summarized moral obligations to be
fulfilled:

You want to bring that person as many experiences,

connections and enforcement or recognition of their con-

tribution to the lives of family members and their

friends. To give them self-esteem, to give them comfort

they’ve made the most of their lives (P03).

Another participant explained how they had fulfilled the

need for a traditional ceremony for EOL, “I

arranged. . .a prayer service. . .You felt like you had

done right by her you know” (P15). Participants

explained that (similar to managing the situation) fulfill-

ing moral obligations was facilitated by planning,

making arrangements and information-seeking about

societal traditions at EOL:

In the Jewish tradition. . .There are laws that are sup-

posed to be followed when it comes to any rite of

passage. . . It almost becomes like an exercise that

you’ve done before (P09).

For some participants fulfilling legal obligations, such

as completing financial and government affairs was a

relatively smooth process. A participant explained, “By

the time [my husband] passed everything was in

place. . .Everyone should have a will” (P02). For other

participants fulfilling legal obligations and “all the dif-

ferent things that we had to tie up. . .was a steep learning

curve” (P13) and “a nightmare” (P15). Participants per-

ceived that consolidating and joining bank accounts,

having a will, designating surrogate decision-making

power, and learning about their family member’s estate

in advance of death facilitated the fulfillment of legal

obligations. A sudden or rapid rate of decline (as

described in Theme 1) for the PWD during the caregiv-

ing journey therefore made it more difficult to fulfill

obligations.
In this study, obligations and the fulfillment of duties

were influenced by the relationship of the participant

(i.e., spouse vs. adult child), gender and culture.

Spouse participants interviewed described having less

difficulty fulfilling obligations than adult child partici-

pants, and therefore relationships may have created a

barrier. Discussions about health and EOL for example

were sometimes described as, “private. . .between your

Dad and I” (P16), meaning that they were reserved for

spouse relationships. Participants of minority ethnic ori-

gins (n¼ 3) also emphasized that gender and culture

influenced how their societal obligations were defined,

and how they were fulfilled. A participant of Chinese

origin stated for example, “Traditionally. . .My Dad

didn’t tell my Mom what was going on with the

money. . .All of a sudden he’s not there anymore and

we had to dig up stuff” (P13). A participant of South

Asian ethnic origin also explained, “In my country girls

are sometimes lower class. . . My brother got Power of

Attorney, and staff had to call him for permission for

everything, even though I was there” (P10). In summary,

fulfilling obligations focused on meeting societal obliga-

tions and duties during EOL that were influenced by

culture, gender and relationships.

Figure 2. Core Concepts of Preparedness Developed in the
Context of the Caregiving Journey.
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Theme 4. “Coming to terms”: Adapting to loss. This

theme focused on the caregiver themselves, and their

constant need to adapt to decline, loss and changing
identity. Accepting what could not be changed (includ-

ing personal limitations), finding meaning, reframing the

situation to focus on positive aspects, and coping with

emotions were perceived as facilitating ‘coming to

terms’. A participant described accepting change and

loss stating, “I think you sort of got used to the idea
over a period of time. I mean you knew he was going

to die, you just didn’t know quite when” (P07) and

“There’s no quality of life really, I didn’t want him to

live that way” (P15). A predictable trajectory/expected

nature of decline, as well as perceptions of limited
quality-of-life within the caregiving journey therefore

promoted participants adaptation to loss. Feelings of

existential distress contrasted those of acceptance and

were often associated with perceptions that obligations

were not fulfilled and the needs of the PWD were not

met. A participant stated, “I have to forgive myself. . .I
tell myself I did my best. . .But he didn’t deserve that. . .it
was just not fair” (P16).

Strategies of reframing or “making the best of the

situation” (P06), focusing on positive aspects and
“being thankful” (P08) were perceived as facilitating

acceptance, adaptation and reconciliation with change

and loss. Participants described positive aspects of

their experiences such as, “a new closeness. . .where we

had been emotionally distant before” (P01), “intimacy”

(P02), and “a new softness in his personality” (P16).
Similarly, reflecting on personal growth and searching

for meaning amidst challenges were described as impor-

tant. A participant shared, “There was a greater purpose

in this because we’ve been able to help out other people-

. . .it’s part of the healing” (P11). Practicing self-care,
setting priorities, seeking emotional support, and

coping with emotions or, “going into the feeling” (P02)

also facilitated ‘coming to terms’. A participant

described prioritizing her family stating, “It was like

we were standing in the middle of a hurricane. So, we
really worked hard to focus on our own little family just

to support and love on each other” (P11).
Participants perceived that during EOL and bereave-

ment, caregivers were adapting to a new identity and

were therefore, “. . .in transition” (P02). Adult children
perceived they were an “orphan now” (P07), “the head

of my family” (P16) and the “next generation to go”

(P09). In contrast, spouse caregivers spoke more often

about losing their purpose. A spouse participant

explained, “You wake up in the morning and you
don’t have a purpose. . .the little birds have left the

nest, the wife is gone. . .That’s what you’re on earth for

right?” (P02). Participants perceived that caregivers

should, “. . .keep their friends” (P01) and “. . .sustain

their hobbies, anything that gives them purpose” (P07)
in order to adapt and prepare.

Adapting to loss was also facilitated by resolving con-
flicts, reconciling with the PWD, and finding peace
within oneself. Participants perceived that, “saying
what you need to say” (P05), “letting go” (P11) and
“writing in a journal” (P07) were beneficial. A meaning-
ful reconciliation between the PWD and another family
member was described by a participant who shared,
“Even though he was non-responsive they were able to
reconcile. . .there’s all kinds of stuff if you’re brave
enough to go after it” (P16). Similarly, other participants
explained, “I learned that lesson with my mother, to
make sure I said the things that were on my mind
before she left me. . .to get it off my chest” (P09) and
“I have peace” (P10). In particular, participants
expressed a need to accept personal limitations related
to unmet needs and unfulfilled obligations to the PWD.
Coming to terms was therefore closely linked to the per-
ceived development of core concepts in Theme 2 and
Theme 3.

Discussion

Four themes emerged in this study. The first theme, ‘A
crazy roller coaster at the end’ described the journey of
caregivers of PWD and factors (rate, nature of decline
and quality-of-life) perceived as influencing feelings of
preparedness for death. The description of this journey
provided context for the development of three core con-
cepts of preparedness for death: managing the situation,
which focused on the PWD; fulfilling obligations, which
focused on society; and adapting to loss, which focused
on the caregiver themselves. The study findings are par-
ticularly relevant to healthcare professionals (e.g., nurses
and healthcare providers) supporting PWD and care-
givers in the long-term care. The findings serve to: 1)
further conceptualize preparedness for death; and 2)
highlight facilitators and barriers that can guide practice.
Altogether these findings will provide the conceptual
basis for a preparedness questionnaire.

In general, the study findings support the validity of
the pre-existing theoretical knowledge of preparedness
(Hebert et al., 2006a; Durepos et al., 2018).
Preparedness was previously defined as, “a self-
perceived cognitive, affective and behavioural quality
or state of readiness to maintain self-efficacy and control
in the face of loss” (Durepos et al., 2018). In addition to
highlighting ‘A sense of control’ as a core concept of
preparedness however, the findings from the study sug-
gest that the core concepts ‘Coming to terms’ and ‘Doing
right’ are equally important. Previously ‘adaptation’ was
also previously perceived as a consequence whereas in
this study adapting emerged as a core concept.
Caregiving is theorized as a process of adaptation,
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referred to as ‘seeking normal’ and ‘coming to terms’ in a
grounded theory exploring caregiver experiences at EOL
(Duggleby et al., 2017; Penrod et al., 2012). Therefore,
the theoretical definition of preparedness may need to be
amended to include all three core concepts. A new def-
inition could state, ‘caregiver preparedness for death in
dementia is a self-perceived cognitive, affective and
behavioural quality or state of readiness to manage the
situation, fulfill obligations and adapt to loss’.

The core concepts identified also provide new insight
into the meaning of, and relationships between pre-
paredness attributes. Perceived attributes of prepared-
ness such as ‘knowing and recognizing signs of decline
and dementia’ are currently organized into medical, psy-
chosocial, practical and spiritual domains in the existing
model (Durepos et al., 2018). However, the attributes
could be re-grouped according to the core concepts
which may be more meaningful that organizing attrib-
utes by domain. For example, participants described the
attributes ‘Accepting that losses are inevitable and immi-
nent’; ‘Reflecting on caregiving and finding meaning;
Understanding emotions and grief; and ‘Reconciling,
renewing and closing a relationship’ as facilitators for
‘Coming to terms’ in this study. Re-grouping and revis-
ing the attributes in light of the core concepts which are
written in lay language, may make the concept of pre-
paredness more accessible and concrete for healthcare
providers to discuss and promote in practice
(Litzelman et al., 2017).

Perceived facilitators of preparedness in this study
can be promoted in practice by healthcare providers
and can be translated into questionnaire items aimed
at measuring preparedness. Facilitators include for
example: making arrangements in advance to fulfill obli-
gations, articulating goals for EOL, maintaining a social
network and sources of purpose other than caregiving,
having transparent collaborative relationships with care
providers, seeking out supportive resources and ‘back-
up’, practicing self-care and coping with emotions. It is
promising that strategies supporting a palliative
approach (e.g., Goals of Care conversations) are increas-
ingly being implemented in long-term care that incorpo-
rate preparedness facilitators identified in this study
(Kaasalainen & Sussman, 2019). However, further
research evaluating the impact of interventions on care-
giver death preparedness as an outcome is needed to
assess intervention effectiveness/quality.

Facilitators/barriers to preparedness identified here
also correspond with unmet needs of caregivers reported
in long-term, such as poor communication with health-
care providers, a lack of psychosocial support, and lim-
ited access to resources (De Cola et al., 2017; Whitlatch
& Orsulic-Jeras, 2018). End-of-life discussions with
healthcare providers in particular are lacking and
occur with only 22% of caregivers in long-term care,

which likely impedes preparedness (Morin et al., 2016).

Having unresolved conflicts with the person who is dying

(i.e., unfinished business) and a perceived inability to

provide comfort, are also linked to poor caregiver out-

comes and distress in bereavement (Holland et al., 2020);
highlighting the need for strategies such as reconciling,

promoting comfort and personhood described as facili-

tators of preparedness in this study.

Strengths and Limitations

Study strengths include strategies to enhance trustwor-

thiness of the findings such as: 1) journaling and debrief-

ing for reflexivity and conformability; 2) researcher
triangulation; 3) maintenance of an audit trail for

dependability and 3) maximum variation sampling for

transferability. Thick-description of the methods and

findings was provided to support and transferability,

transparency and dependability (Elo et al., 2014;

Thorne, 2016). Spouse caregivers, persons with lower

socioeconomic status and education, and persons from

minority cultures were recruited with a wide range of

experiences. However, the high proportion of adult-
child caregivers and few persons representing minorities

limits the inferences that can be made about subgroups

in the study. A population-based, representative sam-

pling strategy was not used and therefore the findings

may only be applicable to participants in the study

(Patton, 2015). In addition, data regarding the partici-

pants’ number of hours caregiving was not collected that

may have influenced EOL experiences. Lastly, data were
collected retrospectively and were of an extremely sensi-

tive nature. Participants may have experienced recall

bias and/or selectively shared data that influenced the

study findings (Patton, 2015).

Implications for Practice

Healthcare providers (including nurses and allied health)

are promoting a palliative approach to improve EOL
experiences and outcomes for PWD and their caregivers.

However, strategies often remain focused on medical

(e.g., pain and symptom management) or practical

aspects of death (e.g., documentation of resuscitation

status), and professionals often avoid discussing emo-

tional aspects of death (e.g., grief, traditions, spiritual

beliefs) (Brazil et al., 2012; McMahan et al., 2013).

Based this study, it is clear that both practical and emo-

tional support are needed by caregivers to promote feel-
ings of preparedness. Spiritual and psychosocial care are

requisite palliative care competencies for nurses and

other healthcare providers in most countries (Ontario

Palliative Care Network, 2019). Therefore, providers

require additional training to support caregivers in exis-

tential distress, to practice active listening,
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psychotherapy, coaching persons in self-care and goal-

setting (Kulasegaram et al., 2018). Providers should

focus on being transparent, collaborative, sharing infor-

mation about dementia and ‘what to expect’, keeping

caregivers informed about health changes and helping

caregivers understand the meaning of the changes to

promote feelings of preparedness for death.

Conclusion

Overall, this study fulfilled the objectives to explore the

EOL experiences of caregivers and produce a coherent

conceptual description of preparedness that is relevant

to clinical practice. Four themes were interpreted

describing the caregiving journey and factors influencing

preparedness, and three core concepts comprising pre-

paredness: managing the situation, fulfilling obligations

and adapting to loss. The situations and losses experi-

enced by caregivers as they prepared for EOL (Theme 1)

provided insight into the information-needs of caregivers

that healthcare providers should anticipate and address

(e.g., surrounding dementia trajectory). The core con-

cepts of preparedness focused on meeting the needs of

the PWD, society and the caregiver. Behaviours (e.g.,

organizing, arranging, communicating) described as

facilitating core concepts of preparedness should also

be promoted in healthcare providers’ practice, and

included on the Caring Ahead: Preparing for EOL

with Dementia questionnaire.
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