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Abstract

Millions face the challenges of caregiving for a loved one with dementia. A classic Glaserian grounded theory methodology was
used to discover the problem that caregivers of individuals with dementia face at the end of life and how they attempt to resolve
that problem. Data were collected from a theoretical sample of 101 participants through in-person interviews, online inter-
views, book and blog memaoirs of caregivers, and participant observation. Constant comparative method revealed a basic social
psychological problem of role entrapment. Caregivers attempt to resolve this problem through a 5-stage basic social psycho-
logical process of rediscovering including missing the past, sacrificing self, yearning for escape, reclaiming identity, and finding
joy. Health care professionals can support caregivers through this journey by validating, preparing caregivers for future stages,
and encouraging natural coping strategies identified in this process. This study provides a substantive theory that may serve as a

framework for future studies.
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Introduction

More than 15 million Americans are caring for a loved one
with dementia providing a total of over 17.5 billion hours of
unpaid care each year.! These caregivers live in a state of con-
stant change and disruption.” They consistently show high
incidence and severity of burden, depression, and physical
health deficits throughout the years of caregiving, accruing
an additional US$8.7 billion in costs toward their own health
care in 2011.> Caregiver burden is known to increase as
dementia becomes more severe.*®

The impacts of caregiving are holistic and prolonged.
Caregivers are susceptible to burden and decreased quality
of life, which worsen as dementia becomes more severe.’”
Caregivers of those with dementia are also at high risk for
developing depression, and as many as 75% show signs of sig-
nificant psychological illness.” Physical side effects of care-
giving may include sleep deprivation, high blood pressure,
impaired kidney function, and increased risk of cardiovascu-
lar disease.'®'” Financial costs also leave caregivers strug-
gling long after the death of a loved one, with annual out of
pocket expenses for Medicare beneficiaries with dementia
averaging nearly US$10 000 and care lasting up to 20 years."

Despite continued evidence that this population requires
increased support compared to other diseases, caregivers have
limited access to end-of-life support programs such as hospice
care.'®'® Nearly three-quarters of family caregivers reported
that they felt relieved when their loved ones with dementia

died." Many quantitative studies test the effectiveness of inter-
ventions on the incidence and severity of burden, depression,
and quality of life among caregivers.'”>* Few interventions
show consistent results, and service use remains low even for
those interventions that are successful, despite reports of high
unmet need among caregivers.”> Few qualitative studies have
been conducted on the experience of caregiving for persons
with dementia at the end of life, and none of those have used
classic grounded theory methodology. Since most caregivers
have limited access to end-of-life support or do not seek formal
support to meet their needs, it is critical to understand how they
process the challenges they face.

The purpose of this study was to discover a substantive
theory that identifies the main problem that caregivers of
loved ones with dementia face at the end of life and the basic
social process by which they resolve that problem. A qualita-
tive paradigm was selected since the goal was to explore a
complex phenomenon from the perspectives of those living
the experience of caregiving. A classic Glaserian grounded
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theory methodology was used to inductively unveil a theory
that is grounded in data.?¢=>

Method

This research study aimed to explore the following research
questions:

1. What is the chief concern of caregivers of loved ones
with dementia at the end of life?
2. How do caregivers attempt to resolve this problem?

Grounded theory is a method in which a theory is allowed
to emerge from data through a constant comparison of evi-
dence.** Grounded theory transcends description of data to
conceptualize ideas that are substantive. Everything is data,
including field work, qualitative or quantitative findings, other
relevant literature, and other relevant theories. The wider the
spread of data, the more rich and conceptual and accurate the
theory will become. Researchers must be theoretically sensitive,
letting go of all preconceptions and being open to abstraction of
ideas rather than focusing on description. This method utilizes
theoretical sampling of the population of interest, in which the
researcher selects participants and interview questions based
on needs of the emerging theory.

Data are concurrently analyzed as they are collected using
constant comparative analysis. Open coding allows the
researcher to explore data and search for the primary concern
of the population of interest and the core category, or the main
process that participants use to overcome this problem. The
core category should become apparent to the researcher
through continued data collection and analysis. Once it has
emerged, the researcher begins to use selective coding to
explore the properties of the core variable.

Throughout this process, the researcher writes memos which
are stream of consciousness writings to explore the abstract
concepts emerging from the data. Theoretical sorting of memos
and theoretical coding are used to discover how substantive
codes relate to one another. As the researcher continues with
these steps, a theory emerges, which guides the researcher until
theoretical saturation is reached.

Sample

This study began with a purposive sample of primary care-
givers of individuals who passed away in the last 10 years with
a self-reported primary diagnosis of dementia, recruited by
word of mouth and from fliers to the general public. Theoreti-
cal sampling led to recruitment of an online population through
postings to targeted message boards and forums. Face-to-face
and online interview questions changed as data were analyzed.
Memoirs written in books or blogs also emerged as a source of
data. Searches were conducted on amazon.com and google.com
to collect a sample of memoirs written by informal caregivers
of individuals with dementia who had passed away within 10
years. Sections of memoirs were analyzed only if they

discussed the last 1 year of the care recipient’s life or time after
death.

Caregivers were also observed interacting with loved ones
in home and nursing home settings to incorporate participant
observation, an important element of grounded theory due
to roots in symbolic interactionism. Participant observation
also included observation of a support group for current and
past spousal caregivers of persons with dementia. At the
request of the group leader, only 1 meeting was attended so
as not to disrupt the attendance of individuals who may be
uncomfortable with researcher presence. Table 1 describes
the demographic characteristics of this sample, excluding
the participant observation population for which no demo-
graphics were collected to protect patient privacy.

In each of these samples, many caregivers communicated
through other forms of data than written or spoken word.
Caregivers shared photographs of themselves and loved ones,
voice mails left by loved ones before death, artwork, obitu-
aries, eulogies from funerals, and meaningful prayers, song
lyrics, or links to videos. These sources were all considered
data and were analyzed as appropriate.

Data Analysis

Concurrent analysis of books, blogs, interviews, and partici-
pant observation data guided selective coding in formal and
informal interviews once the core category emerged. Inter-
views became more targeted as specific questions about the
core variable and its properties became relevant, and inter-
views became shorter as they continued. Memos were written
throughout this process as data were collected and coded.
Coding occurred line by line, and substantive codes gave way
to theoretical codes as analysis continued. Literature review
and exploration of existing theories occurred after the core
category emerged but prior to the completion of the study, and
these were considered data to be examined with reference to
the emergent core.

Rigor and Trustworthiness

Lincoln and Guba®? describe “trustworthiness™ as the research-
er’s way of building a case to show that these results deserve
attention. “Credibility” is analogous to internal validity of
quantitative studies. In this study, credibility was ensured
through prolonged engagement in research, triangulation of
data sources, peer debriefing, and member checking. “Trans-
ferability” is analogous to external validity, which was estab-
lished through thick description,** or providing rich and
detailed descriptions of data. “Dependability” captures con-
sistency and is analogous to reliability. Dependability was
also ensured through triangulation of data sources as well as
through keeping an audit trail. ““Confirmability” is analogous
to objectivity, which was ensured through data abstraction
through constant comparison and by having an expert
researcher review the audit trail from raw data through
analysis.
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Table I. Demographic Characteristics of Study Sample.

Table I. (continued)

n % n %
Total sample: N = 83 caregivers, N = 86 care recipients Jewish | 2
Caregiver gender (N = 83) Protestant 14 24
Male I 13 Unitarian universalist | 2
Female 72 87 Unaffiliated 8 14
Care recipient gender (N = 86) Caregiver racial background (N = 75)
Male 38 44 White 69 92
Female 48 56 Hispanic 3 4
Age of caregiver (N = 60) African American 3 4
Mean: 58 years
Range: 36-88 years
Age of care recipient at time of death (N = 74) Other Considerations
Mean: 80 years
Range: 47-101 years This study was approved by the institutional review board
Relationship of care recipient to caregiver (N = 86) prior to recruitment. Informed consent was obtained prior to
Father 20 23 all in-person and online interviews. Observation participants
Father-in-law I I were given information sheets about the study prior to partic-
Friend 3 3.3 ipation. No informed consent was obtained for use of books or
g:z:g:i?;;r ; ; blogs, as these were publically available.
Husband 15 17
Mother 38 44
Mother-in-law 3 33 Results
Wife 3 33 Sam b le
Time from diagnosis until death (N = 72)
Mean: 5 years The total sample included 101 individuals describing 104
Range: 3 months-21 years cases, including 6 face-to-face interviews with 5 individuals;
Time since death (N = 80) 60 online interviews with 31 individuals discussing 33 cases,
Mean: 3.9 years with 1 interview excluded because the participant stated that
Range: 3 days-10 years her loved one had not reached the end of life; 26 books written
Type of dementia (N = 83) by 30 caregivers describing 31 cases; and 18 blogs. Participant
Alzheimer’s disease 53 64 observation consisted of observations of 18 caregivers. Obser-
Frontal temporal lobe 5 6 vations took place over a 2-month period. This sample was pri-
Lewy bOd,Y ) 7 8 marily female (87%), white (92%), and Christian (77%).
Parkinson’s disease | | . . . .
Vascular 6 7 Twenty-eight states were represented in the sample, with high-
Wernicke-Korsakoff I I est representation from Connecticut (21%).
Mixed 3 4
Unknown 8 % Role Entrapment
Place of death (N = 83) . . . .
Care recipient’s home 20 24 Caregivers faced a concern of being trapped in an inescapable
Caregiver’s home 12 17 role. They felt bound to loved ones emotionally, mentally, and
Home of another family member 2 2 often physically. One participant said, “I was trapped. I really
Assisted living 7 8 had no one to take my place. I was an only child with few
N”rSi."g home 31 37 options since just leaving my mother to fend for herself would
HOSP_'tal . o 8 10 have likely resulted in me going to prison.” With or without
Inpatient hospice facility 2 2 . . s
) i ) help from others, caring for this person occupied time, thought,
Ench:Iled in hospice at time of death (N = 80) 57 71 and energy. One daughter said, “Mom was pushing the limits
No 23 29 of my energy, every muscle in my being screamed for release.”
Time enrolled in hospice (N = 46) The primary caregiver believed thgt he or sh.e held quglltles 'Fhat
Mean: 109 days could.not be replaced by others, }ncludlng information, .skllls,
Range: | day-2 years experience, or love for the family member. One son-in-law
Religious affiliation of caregiver (N — 57) said, “You gain solid conﬁ.dence that you and you alone under-
Buddhist 3 5 stand what is really happening.” Since it could not be delegated
Catholic 17 30 to others, this nontransferable role could only end through the
Christian (not otherwise specified) 13 23 death of the care recipient. As one son said, “He has to die so |

(continued)

can have my life back.”
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Figure 1. The basic social psychological process of rediscovering to r
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Figure 2. Categories within the 5-stage process of rediscovering.

Substantive Theory of Rediscovering

Remaining in this irreplaceable role was simply a fact of
caregiving, but individuals could overcome feeling “trapped”
in this role through a process of rediscovering. They were able
to find some relief by rediscovering the parts of loved ones
that remained intact and the parts that were new as dementia
progressed, by rediscovering their own identities outside of
caregiving, and by rediscovering their relationships with
loved ones outside of the caregiver—care recipient dyad. The
process of rediscovering consists of 5 stages that emerged
from the data. Figure 1 depicts this process, and Figure 2
shows the categories within each stage of this process.

Stage |: Missing the Past

As the care recipient vanished one piece at a time, the care-
giver missed the person he or she once knew and loved. Many
caregivers described their years of caregiving as “‘saying a
long goodbye.” One daughter wrote, ““We sit there every day
and watch her die. Our lives are on hold while her death is on
hold. We cannot mourn and yet we are forced to grieve every
day as another piece of her dies.”

The loss of this loved one to disease created a void in care-
givers who missed not only the person but also the relationship
they used to have with that person. This was often made worse
by the fact that the care recipient no longer recognized the
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caregiver. “Feeling forgotten” or even ‘“replaced” caused
emotional turmoil. One daughter said, “But here is the true
heart wrench . . . when an aide or nurse walks in, I see that look
in her eyes for them. They have become her pride and joy.”
Participants described feeling “hurt” and “angry.” One life
partner wrote, “There were times when I resented people
suggesting I focus on trying to find a way to reach him.
Couldn’t they understand I also wanted him to reach me?”
Another wrote, “I felt like a child, chasing after my mother
as she walked away. I just wanted to be loved, for her to take
an interest in me, her daughter.”

Missing a loved one and a relationship was compounded by
missing a future that should have been and many blamed the
disease for “stealing” or “robbing” from them. Caregivers
described “shattered dreams” and “life not living up to
expectations.” One wife said, ““I feel that [he] was cheated,
and we were cheated; we were not allowed to grow old
together.” Caregivers also felt unmet expectations for their
own futures. One said, ““I felt ‘robbed’ of some continued type
of quality to my personal life and a little independence...”
As caregiving continued, sacrifices became greater, which
brought caregivers to the second stage of the process.

Stage 2: Sacrificing Self

The context of missing the past laid the groundwork for
caregivers to devote themselves to trying to minimize losses
and control the “downward spiral” of their loved ones. Ulti-
mately, the identity of the caregiver became dependent on this
role, and sense of self outside of caregiving was lost. In turn-
ing themselves over to caregiving, participants lost careers,
homes, time with their own families, friends, vacations, pri-
vacy, and downtime. One wife described the disruption of
sharing her home with her husband’s 24-hour caregivers:

Nothing was “ours” or “‘mine” anymore. I shared the house with
[my husband] and with his caregivers. The kitchen, the bath-
rooms, the living room, the bedroom were theirs. I had virtually
no privacy unless it was in the middle of the night and [my hus-
band] was asleep. The dishes, the drawers, the cupboards were no
longer just ours, even the newspapers....I had wanted him
home—but I didn’t have a home of my own any more, and that
was part of the price I paid.

Another daughter reflected, “I hope when this is all over I still
have friends. And a husband. I hope [my children] still have a
mom with a sense of humor, and my happiness gene reappears
intact.” Many participants used the term “putting life on hold.”

Life became all about caregiving. One daughter said, “You
have to remember in this scenario that it’s not really about you.
It’s about your loved one(s) and what they need and what’s best
for them is the only option.” Participants said, “I was on duty
or on call 24/7,” and “It just seemed like I was always on call.”
One daughter wrote, “My role as her caregiver was full time,
twenty four seven for two years. I had no outside life during
my role as a caregiver. My life, was her life.” It did not take

long for this grueling job to become an identity. One daughter
said, “I was so busy with being a caregiver for my mom.. . . that
I often didn’t have the energy or the capacity to be a daughter.”
As one summarized, “The role reversal from daughter to care-
giver had defined me.”

Stage 3: Yearning for Escape

Ambiguity of prognosis toward the end-of-life period led to
caregivers guessing when the end was near and seeing “no
end in sight.”” One daughter wrote, “I guess what I resent the
most is the longevity of the situation. It’s easy to be kind, lov-
ing and caring when there’s a cutoff date.”” Rather than appre-
ciating this time, caregivers feared what the future might hold
if not death. As one participant said, “By the time Mama’s life
was ending ... just didn’t want her to have to suffer any-
more.” Caregivers also wondered how much longer their own
suffering would last. Several caregivers admitted that they
wished that their loved ones would die. One daughter said,
“I think the major feeling is guilt. My mother had dementia
for a long time and there were times when I wished she would
die and relieve everyone, including herself, of the slow torture
of her fading memory.” Another said:

I just want my Dad to be at peace. I can see fear in his eyes. And I
just want it to be over for him. Watching him go through this is
killing me. This was the first time that I so strongly wanted my
Dad to leave this world. It was all I could think about. It’s the only
solution.

In the midst of physical or emotional anguish, death
seemed to be the only way out. Several caregivers considered
assisting a loved one in suicide or ending their own lives as a
potential way out of their own suffering. One caregiver won-
dered, “Does the caregiver die first because it’s the only way
out? . ..Oh, how I long to be out of this [world] sometimes.”
Another daughter also confessed, “I was alone in caring for
my mother and often felt depressed and even suicidal a time
or two knowing that I had no one to turn to with questions
or for help.” Sleep deprived, emotionally exhausted, and with
no reprieve in sight, caregivers struggled to look for rational
solutions to the need for escape. Reaching a point of total des-
peration, caregivers realized that they could no longer con-
tinue and began “waving the white flag” and ‘““throwing in
the towel.” Many felt “overwhelming shame” and guilt for
not living up to their own expectations of being a caregiver.

Stage 4: Reclaiming Identity

After caregivers reached the point of needing escape, they
strategized ways to sustain themselves. Caregivers in this stage
focused on “forgiving myself,” “going easy on myself,” and
“being gentle with myself.” Many had to confront their
self-expectations, as they believed asking for help was synon-
ymous with failing to do it themselves. Some described the
difficulty of “trusting others to provide good care,” while
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others struggled to find help. Participants described rejection
from hospice care, facilities refusing to take loved ones with
behavioral symptoms, and ineligibility from services. Cost
was also an insurmountable barrier for many. One daughter
sought to have her mother placed in a facility and said, “I
basically spent a week fooling myself, thinking that I could
find Mother decent care without bankrupting us.” Caregivers
exhausted their options and many were left feeling like they
were alone. One daughter said, “There was quite simply no
help for me as I was caring for my mother.”

If caregivers were able to find help, they used respite time
away to “recharge” and “prevent burnout” and to rediscover
their own passions and hobbies outside of caregiving. Partici-
pants in this stage found a way to “intertwine” roles of care-
giver and loved one rather than choosing between them.
Participants described rediscovering parts of loved ones that
were overlooked while being swallowed up by caregiving.
One caregiver wrote, “I1 WANTED MY MOTHER. I decided
it might cheer me up to list a few of the special qualities she
exhibited over the years.” After including a long list of her
mother’s traits, she divided the list into 3 groups and said,
“I realized that I still have a lot of the mother I was describ-
ing. Some of the qualities she still has herself. . .. Some of the
qualities reside in my brother. . .. And some I have inherited.”
Others discovered new pieces of their loved ones. One care-
giver said, “We were truly beginning to know ‘New [him]’
at another level, and our love grew even stronger.” Another
said, ““Gradually my need and desire for my ‘old [him]’ began
melting away as I realized that I could bring joy to my ‘new
[him].”” Caregivers were able to rebuild relationships that
had been lost while focusing only on caregiving.

Stage 5: Finding Joy

As a consequence of reclaiming themselves, caregivers were
able to find true joy in their roles. Choosing to “live in the
moment” allowed caregivers to focus on life, rather than
death, even at the end of life. Several described trying to
“make the present beautiful” for a loved one. They learned
to stop yelling, correcting, and rationalizing. One participant
advised, “Enter into their world and you will be happier—if
they say it’s August and it’s really December don’t try to
correct them. If they say they haven’t eaten and they just ate
give them a snack.”

Caregivers also focused on “finding activities we could do
together,” such as coloring, doing puzzles, reading books, lis-
tening to music, or just sitting together in a garden. Time was
devoted to being together, not just to tasks of caregiving.
These connections led to deeper love and understanding. A
daughter described:

We became two people in a dance of spirit that included pain, grief,
laughter, wonder, frustration, wisdom, and love. My concept of her
was annihilated, and in its place I discovered a funny, sharp-witted,
sensitive, grateful and loving woman who bore her grief and her
trials with great patience and acceptance. She became my hero,

my teacher, my model. And in that dance I fell in love with my
mother.

Process Variation

Although this process describes a majority of experiences,
which occurred in a linear progression, each experience was
unique, and not all participants were able to complete the pro-
cess through to stage 5. In one variation pattern, participants
experienced the first 3 stages of this process but could not
reclaim their own identities or find joy in their roles. Adult
children who described this experience were typically provid-
ing care alone and described an upheaval of their entire lives,
more often occurring when they cared for a loved one in a
home care setting. Spousal caregivers who described this
experience described falling out of love with the care recipi-
ent because the person whom they loved had completely dis-
appeared. They described feeling “burdened,” “depressed,”
and “abused” by their experiences. In another variation, par-
ticipants described experiencing all stages except stage 3.
These caregivers were able to reclaim identity without reach-
ing a “breaking point.” These participants typically began
care with a lot of informal support and described finding
respite from the start of providing care. Still other participants
described experiencing this process as a repeating cycle with
each worsening phase of dementia rather than as a linear pro-
cess, finding joy and then beginning again, reaching new
breaking points as the disease progressed.

Discussion of Findings

“Entrapment” is a psychological term with roots in the biolo-
gical concept of fight versus flight response.>® Gilbert and
Gilbert®® describe entrapment as an arrested flight response,
usually caused by a prolonged stress that is perceived to be
uncontrollable and inescapable.®> According to Gilbert and
Allan’s®’ entrapment scale, external entrapment is based on
such feelings as feeling trapped, feeling like one can’t get out,
wanting to escape, and feeling powerless in a situation or
relationship.

One descriptive quantitative study explored the construct of
“entrapment” as well as depression, guilt, and shame among
70 caregivers of individuals with dementia in England.*®
Entrapment was correlated with depression (r = .602, P =
.001) and with shame (r = .344, P = .01) but not with guilt.
Several qualitative studies reference feelings that reflect role
entrapment of caregivers but do not use this term. A content
analysis of focus group interviews in Norway identified the
following 3 categories: “To be stuck in it—I can’t just leave™;
“it assaults one’s dignity”’; and ‘““sense of powerlessness in
relation to the fragmentation of relationships in home health
care.”*®229 Feeling stuck and powerless both reflect con-
cepts within the construct of entrapment. Other studies reflect
a perception among caregivers that they are expected by soci-
etal standards to become caregivers.*>*' Among caregivers in
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the current study, many participants also reported feeling
trapped by the feeling that only they could provide good qual-
ity of care for their loved ones. The belief that quality of care
depends on the presence of a family caregiver is consistent
with previous studies.***

Understanding the problem of role entrapment and the
process of rediscovering gives health care professionals
(HCPs) insight and tools to help caregivers find joy and pro-
vide joy to loved ones at the end of life. Recognizing the
caregiver’s current stage allows HCPs to validate the feelings
that the caregiver expresses and help caregivers anticipate
what they might experience next. The HCPs should also
know that caregivers in all stages are at risk of depression and
suicide. Particularly in stage 3, caregivers should be assessed
for suicidal ideation.

It is also important for HCPs to be mindful of implicit
expectations that they place on caregivers. Many caregivers felt
trapped by expectations that they would care for a loved one
independently and would provide care at home. Although these
expectations are often self-imposed, previous studies indicate
that HCPs often unintentionally reinforce these ideas to care-
givers.***® The HCPs should recognize that caregivers need
support from the beginning of the process through to the end.
For most participants in this study, this process lasted signifi-
cantly longer than 6 months, which is the eligibility period for
hospice care. Eligibility criteria for the Medicare Hospice
benefit must be reexamined for this population.'”#7-3

Measuring incidence and severity of role entrapment may
be helpful in assessing populations of caregivers at risk of
depression, as well as in evaluating effectiveness of interven-
tions to provide caregiver support at the end of life. Future
studies should focus on developing interventions to support
and bolster those coping strategies that caregivers already use
to transition through stages of this process. For example,
using a participant’s own strategy of listing her mother’s qua-
lities and identifying where she could find these qualities in
others may aid other caregivers in reestablishing relation-
ships. Studies should also explore categories that emerged
from this study but that did not occur within the process of
rediscovering. Other categories that competed with “role
entrapment” as potential basic social psychological problems
that may warrant future study include ““bearing witness to suf-
fering,” “life disruption,” “navigating systems,”” and “filling
the void after death.” The applicability of this process to indi-
viduals from racial and ethnic backgrounds other than white
caregivers should also be explored.

Strengths and Limitations

This study had several limitations. This sample lacked diver-
sity in racial and religious backgrounds. The use of published
memoirs as data may have also skewed results toward a more
educated population. It is worth noting, however, that most of
these books were self-published and the diversity of writing
styles and grammar usage appeared to indicate a spread of
educational backgrounds. Another limitation of this study

may have been including both spousal caregivers and adult-
child caregivers in the same sample. Although this decision
was consciously made to add breadth to the theory, the inclu-
sion of both groups may have weakened the ability to con-
struct a theory that specifically fit each population. This
study was strengthened by strict adherence to grounded theory
methodology and triangulation of data sources that added
insight and objectivity that could not be possible from using
1 data source alone.

Caregivers who were able to work through this process
were able to transcend providing care and were able to pro-
vide joy to the care recipient and themselves. The HCPs must
recognize and understand this process as a means to help care-
givers overcome feeling stuck and trapped and move toward
finding happiness again.
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