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Abstract

Despite a focus on physical and cognitive outcomes, stroke survivors are also impacted by emotional and mental health
challenges. Additionally, their caregivers may experience decreased well-being due to increased burden and role adjustment.
A small body of literature characterizes this experience as a form of grief and loss. This study seeks to explore experiences of
grief and loss reported by stroke survivors and caregivers, using Holbrook’s 4-stage bereavement model. This cross-sectional,
qualitative study was conducted among adult stroke survivors (n = 9) and their spousal caregivers (n = 5). Focus groups on
experiences of recent hospitalizations and transitions home were transcribed, coded, and thematic analysis was conducted,
identifying a major theme of loss. Data were reanalyzed guided by Holbrook’s model. Common themes were losses and
changes experienced by patients/caregivers, disbelief, and lack of understanding. Subthemes of denial and confusion were
present. Less prevalent themes were loss of existing support systems and silver lining. Stroke survivors and caregivers
experienced a range of negative emotions, impacting behaviors, self-perception, roles, and social support. Awareness of these
issues can improve practice with those affected by stroke.
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Introduction a survivor with aphasia found that the themes that emerged
(identity, existence, normalcy, emotions, and adjustment)
shared an “overarching theme” of “disenfranchised grief”
(18, p. 227). A number of losses (ie, identity, relationships,
body autonomy, and independence) may be experienced and
grieved by the stroke survivor. A study of 9 survivors with
depressive symptoms described “losing oneself” through
increased emotionality, exhaustion, and “feeling like a
nobody” (7, p. 1731, p. 1732). Roman (19) makes the distinc-
tion between depression and grief, arguing that grieving this
loss of self is a component of recovery and reports the expe-
rience of a grieving process in several cases of survivors with
depressive symptoms. In a qualitative meta-synthesis, themes
including loss of confidence, independence, and self were

Stroke affects 800 000 individuals in the United States per
year (1). For those who survive a stroke, long-term disability
is common (1). Although there is a robust amount of research
on physical and cognitive outcomes for stroke survivors,
there is substantially less work regarding the emotional and
mental health outcomes of stroke survivors and their care-
givers (2,3). Research on the mental health of survivors indi-
cates that depression (4—6) and anxiety (7) are common.
Stroke’s suddenness (3), an unclear prognosis, and func-
tional changes contribute to survivors’ stress, anxiety, and
depression (8). Caregivers experience increased demands
and decreased well-being related to caring for their loved
one. Caregiver impacts include high burden and strain
(9-13), decreased quality of life (14), difficulty in role
adjustment (15), and relationship problems with the
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Table I. Themes and Subthemes of Grief and Loss.

Bereavement

model stage (*%)

Subtheme
Theme (if applicable) Definition
Lack of understanding Confusion

Denial

of recovery
Loss of existing support
systems
Loss/change for caregiver
of the stroke
Loss/change for patient
of the stroke
Silver lining
positive

Participants identify previous existing support

Patient identifies a challenging loss or change in their life as a result

Participants identify a problem and don’t believe it is stroke related First—Crisis
Participant underestimates the impact of stroke and/or challenges

Second—Denial

Third—Anger

Caregiver identifies a challenging loss or change in their life as a result Third—Anger

Third—Anger

Unexpected benefits of the situation or things that they now view as Fourth—Adjustment

identified within 9 studies (20). “Activity loss,” such as loss of
identity, independence, and loss of relationships that were
previously important, was identified in interviews with survi-
vors (21, p. 443). Lanza (22, p. 767), a nurse and stroke sur-
vivor, writes “I do not think that a person who is not a stroke
survivor has any idea of the magnitude of the loss.”

Caregivers may also experience grief and loss as they
adjust to the changes in their loved one and in their relation-
ship. In interviews with female spouse—caregivers of stroke
survivors, spouses experienced grief associated with role and
relationship loss (23). In a series of focus groups involving
caregivers, discussion of loss emerged in 2 themes:
“transition” and “impact of stroke” (24, p. 421). Caregivers
described the loss of the relationship they once had with the
survivor, as well as a loss of a planned future (24).
Rademeyer et al (25) examined poststroke family dynamics
in one family, identifying shared experiences and changes
that impacted the stroke survivor and family members.
Olivier et al (26) identified “grief” as a subtheme in their
hermeneutic phenomenological study of the experience
of 3 family members of a stroke survivor. In a survey of
46 female caregivers of survivors within 3 to 12 months of
a stroke, themes included (27) “struggling to cope and adapt
to irreversible losses” and “losing the life that once was”
(27, p. 5). McCurley et al (28) completed interviews with
24 stroke survivor and caregiver dyads, finding that their
challenges around future uncertainty, emotional distress, and
role changes were intertwined. They suggest that a focus on
psychosocial interventions that ameliorate emotional dis-
tress (which can encompass grief and loss) is necessary in
the poststroke recovery period. Although there is a limited
amount of literature, often with small samples, it appears that
grief and loss impact both survivors and caregivers.

Bereavement Model

Holbrook’s bereavement model is specific to adjustment to
stroke and is used to describe patterns associated with 4
stages of grief (Table 1) (29) among survivors with sequalae.
These stages are used to examine experiences of stroke

survivors’ loss of physical functioning, identifying experi-
ences which correspond to the grieving process (17,29). As
is typical in models of grief (30), not all stroke survivors will
experience all of the stages or experience the stages in the
order described in the model (31). Despite some acknowl-
edgment of grief and loss as a component of stroke survivor-
ship and caregiving in the stroke recovery literature, there
have been few attempts to apply this model to the experi-
ences of stroke survivors or caregivers. We aim to explore
the experiences of grief and loss reported by stroke survivors
and their spousal caregivers, using the 4-stage bereavement
model framework.

Method
Design

This cross-sectional, qualitative study was conducted during
2015 and 2016 in one US state. Data discussed here come
from focus groups that were part of a larger parent study
aimed at improving care transitions for stroke patients and
their caregivers (32).

Sample

Participants were recruited from 4 hospitals in 2 regions of
the state. Both regions are midsized cities and have a hospital
with Comprehensive Stroke Center certification. A conve-
nience sample was obtained with assistance from stroke unit
personnel at each hospital. Participants were eligible if they
met the following inclusion criteria: 18 years or older;
hospitalization for acute ischemic or hemorrhagic stroke in
the previous 6 months; patient returned home after their
stroke; or they were a caregiver to a patient who was parti-
cipating in the study. Participants were not recruited as
dyads, individuals without an identified caregiver were eli-
gible for participation. Participants self-selected into the
study based on interest in participating and availability dur-
ing scheduled focus groups. Tables 2-4 describe the sample
demographics and participant characteristics. Caregiving
dyads, when present, were all heterosexual married couples.
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Table 2. Summary of Demographic Information of Stroke Patients
and Caregivers.”

Variable Frequency Percentage
Role

Stroke patient 9 64.3

Caregiver 5 357
Gender

Female 7 50

Male 7 50
Age 33-87 years old

Mean = 66.9; SD = 14.19

Race

White 12 85.7

African American 2 14.3
Yearly income

Less than $30 000 I 7.1

$30 000-$49 000 9 64.3

$50 000-$69 000 3 214

$70 000-$89 000 I 7.1

Abbreviation: SD, standard deviation.
*n = 4.

Table 3. Summary of Demographic Information of Stroke
Patients.®

Variable Frequency Percentage
Gender

Female 4 444

Male 5 55.6
Age 33-86 years old

Mean = 63.1; SD = 14.48

Race

White 8 88.9

African American | 1.1
Education

First-eighth grade 1.1

I
Some college 5 55.6
Four-year college I 1.1
Postgraduate 2 222
Type of stroke
Ischemic 5 55.6
Hemorrhagic 3 21.4
Unknown I 1.1

Days in hospital 3-31 days
Mean = 11.3;SD =114

Discharge disposition

To home-no services 4 44.4
To home-outpatient services 2 222
To inpatient rehab 3 333

Abbreviation: SD, standard deviation.
n=09.

At the time of this study, all of the stroke survivors had some
level of continuing physical or cognitive impairment.

Four focus groups, 2 in each location, were conducted
with patients and caregivers combined. However, the quali-
tative data utilized in this article were derived entirely from
the first focus groups in each location. Participants were
provided a $50 stipend to cover travel, parking, and to thank

Table 4. Summary of Demographic Information of Caregivers.”

Variable Frequency Percentage
Gender
Female 3 60
Male 2 40
Age 62-87 years old
Mean = 73.8; SD = 11.97
Race
White 4 80
African American | 20
Education
High school | 20
Some college 3 60
Four-year college | 20

Abbreviation: SD, standard deviation.
n=>5.

them for their time. A university-affiliated institutional
review board reviewed and approved this project.

Procedures

Eligible participants who were recruited by stroke unit per-
sonnel were sent letters with the date, time, and location of
the focus groups. When participants attended the group,
study staff discussed consent and provided opportunities for
participants to ask questions about participation. Written
consent was collected, and participants were provided a copy
of the consent form. Focus groups were recorded, and each
lasted approximately 90 minutes.

Measures

Researchers collected basic demographic information and
information about patients’ most recent stroke. Discussions
were guided by a study-specific interview guide (Table 5),
created by the study team to better understand adjustment in
the poststroke period. Participants were prompted to share
their most recent stroke hospitalization experience and were
asked about challenges related to their transition home.

Analysis

Focus group recordings were transcribed verbatim and
speakers were identified by first name. Data were coded
independently by 2 coders with the assistance of Atlas.ti
software (version 7.5.18). Analysis of codes followed the-
matic analysis (33,34) to identify and categorize patterns in
the transcripts related to poststroke recovery and the transi-
tion home. Through an iterative process 2 coders came to
agreement on themes/subthemes. Initial analysis identified
several major themes, with an unexpected majority related to
loss or grief. A secondary analysis of the data related to grief
and loss was completed through application of the Holbrook
model (29) and is the focus of this manuscript. Grief/loss
themes, subthemes, and definitions are presented in Table 1.
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Table 5. Focus Group Questions and Prompts.

Welcome everyone and thank you for participating today. We'd like to spend the remainder of the time talking with you about your recent
stroke and the transition from the hospital or other rehab facility back to your, or a caregiver’s, home. Please use your first name only when
you answer, to protect confidentiality, and remember to tell us whether you are a patient or a caregiver.

Question

Possible prompts and follow-up questions

General stroke and transition experience

1) Can you tell us briefly about your most
recent stroke?

— When did the stroke occur?
— What type of stroke was it?

— How long did you spend in the hospital?
— Did you go straight home from the hospital or did you spend time in rehab facility?

2) What conversations did you have with the
health care providers (nurses, doctors,
therapists) in the hospital about planning
your discharge from the hospital?

on this?

why not?

— What type of provider spoke with you about this? Did any one person take the lead

— Who else from your family/friends were involved in these discussions?
— Did you and your support system find these conversations helpful? How so, or

— What information was lacking?

3) Describe what happened when you were
discharged home?

— Did you have any trouble adapting?
— Did you have any help when you got home?

— What were your chief concerns when you were discharged home?
— How was this experience similar or different for your partner? (patient or caregiver)

4) From your perspective, what were the main
challenges that you had to face when you
got home!

— What specific problems did you face?
— How many of these were unanticipated prior to leaving the hospital?
— Did you feel that you were adequately prepared for these challenges?

— Did you find any resources to help with these problems/challenges?
— How was this experience similar or different for your partner (patient or caregiver)

5) Thinking back, what would have been the
single biggest thing that someone could have
done to help you during this period?

home?

— Is there any specific thing that the hospital could have done to assist in your transition

— Who else could have helped you?

Information needs

6) Thinking back, after you got home from the
hospital what information did you lack
regarding stroke?

7) What informational resources have you
found that were helpful to you and your

caregiver? recurrence.

— When did you first identify that you needed this information?

— Informational resources could include explanations about stroke, or rehabilitation
care, or descriptions of medications that stroke patients take to prevent stroke

— How did you find this information, if you did?

— Who took responsibility for finding it? (Pt, cg, other)?

— What information has been the most helpful to you?, To your caregiver/family?
Current chief concerns and wrap up

8) Having gone through this, what are your

main concerns today? Safety?

What about medications?

Return to work or normal social roles?

Stress/being a burden?

Stroke recurrence

9) If you were to describe your feelings about Identify which 2 or 3 of these items are the most meaningful to you

this transition experience in key words or
phrases what would they be?

10) Thank you very much for your time. Before we finish, is there anything you would like to add to help us better understand the transition

home after a stroke?

Results

Prevalent themes were lack of understanding and losses and
changes experienced by patients and caregivers. Within lack
of understanding, we identified subthemes of denial and
confusion. Themes that were evident, but less prevalent,
included: loss of support systems and identification of silver
linings. Participants did not identify many positives regard-
ing their current situation, the theme labeled silver lining.

Lack of Understanding (Holbrook’s*’
First and Second Stages)

Patient and caregiver lack of understanding emerged from
the data as confusion that a stroke was occurring and denial
related to severity and the need for ongoing services. Several
dyads recounted that in their initial reactions to stroke-like
symptoms they did not think it was stroke. Participants
attributed symptoms to food poisoning, stomach upset,
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feeling overtired, or allergy. “I figured it was a heart attack
or something. And so, I quickly got her 2 aspirins and some
water and she poured the water all over herself trying to
drink it.” A patient stated:

I didn’t know what happened to me. I just felt instantly drunk.
Crawled to the bathroom, threw up a lot, pulled myself up on the
sink, looked at myself, and I saw the right side of my head was
kind of fading, but I am like “this is terrible food poisoning.”

After confirmation of stroke via diagnostic workup,
patients and caregivers still struggled to accept that they,
or their loved one, had had a stroke. Patients who perceived
themselves to be previously healthy struggled with the
notion that they now had a condition that needed attention.
A woman in her 40s stated “Look at me. I’'m young.
I shouldn’t have even had a stroke. When I got home,
I thought I was OK. I’'m like ‘this stroke wasn’t that
bad. I have a little limp, I had these little things, and I thought
well I'm OK.” Another said, “I didn’t believe I had a stroke
because I had been too active and an outdoorsman all my life
and I golf all the time.” For some, this denial led them to
question the need for continued therapy and treatment:
“I mean we figured, we were running and we’re exercising
all the time. We shouldn’t need this [to take aspirin].”

Loss of Social Supports (Holbrook’s*® Third Stage)

Another significant loss was loss of a support system. This
theme of loss of existing support systems, such as family and
friends, after the stroke contains some powerful data about
impact of loss on the dyad. For example:

Our whole lives changed. We don’t—in fact—our social net-
work is gone. We had a big social life [prior to the stroke]. We
knew a lot of people because we have traveled a lot and I don’t
hear from hardly anybody. And—even family too. And family
has kind of been, I think, the biggest stinkers of all.

In discussing the loss of friendships after her stroke one
patient said “That’s been months ago and nothing. They
haven’t picked up the phone to call me. They don’t know
what to say to me and I can’t help them because I don’t know
what to tell them.” When a caregiver asked for help soon
after her husband’s stroke, she was quite disappointed by the
response: “I remember being told, ‘Well I’m so busy. I've
got things; I’ve got my own problems’. I was beside myself
and well, you find out who’s with you and who’s not.”

Loss and Change for Patients and Caregivers
(Holbrook’s?® Third Stage)

Although loss and change for patient and loss and change for
caregiver are expressed as separate stages in the Holbrook
model (29), participants described complimentary experi-
ences in areas such as loss of independence, changes in roles

and relationships, and lack of recovery progress, thus these
themes are presented together for the sake of this article.
Patient losses centered on physical changes and resulting
restrictions to their activities, abilities, and role participation.
Many talked about the challenges they experienced related to
loss of control of their own body and the frustration or
humiliation of having to ask for help. When one patient
commented “I still have trouble with my hand. I try to get
it in my pocket sometimes and it’s just—my fingers are
hanging out and it’s not in my pocket at all. It’s, you know,
doing whatever it wants to do, so I get really frustrated some-
times,” another responded “that was the hard part for me
because I have always been very independent and doing
everything on my own and to have to say ‘I can’t zip my
pants up. Can somebody zip my pants?’ it’s very hard, very
hard.” Loss of independence was a common concern for
patients, but one that many caregivers endorsed as well:

Everywhere I go I have to take him with me. It’s hard for him
communicating and trying to say what he’s thinking and get it
out. And then it’s hard for me because not only has his life
changed, but mine has just flipped completely. The hardest part
for me is my freedom being taken away from me.

For some, stroke effects required that they relearn famil-
iar tasks. A caregiver expressed fear that her husband no
longer perceived danger and a majority of her day was spent
providing or arranging for his 24-hour supervision. Patient
frustration was expressed many times with the seeming lack
of progress in getting back to their perceived “normal’:
“I am still struggling with the drop foot. I feel like Chester
on Gun Smoke. And I get frustrated because it takes me
twice as long it seems like to do anything.”

Patients and caregivers struggled with changes in their
roles—within their dyad, their family, and their profession.
One patient stated that the most challenging aspect of her
recovery was not being able to cook. She stated “I always
cooked Christmas dinner and Thanksgiving dinner and it
was always a big ordeal—a big family thing. I always did
it by myself. Not being able to do that was really hard.”
Patients and caregivers were not prepared for these role
changes and the losses associated with them.

When all of a sudden your wife is thrust into decision-making
process that she hadn’t done and I had always done. Nobody
ever mentioned to us that, “Yeah the dynamics of your relation-
ship are going to change.” Because that is something that no one
ever prepares for or even thinks about. You know, “What am
I going to do when we reverse roles?”

When her husband returned home after a stroke, one
caregiver was surprised by how emotional he was “he’s been
my rock and he’s always taken care of me, so this is new for
me. And I don’t know how to deal with it.” A caregiver
stated “I had to take over all of our bills and I had been the
little lady. That was upsetting.” For those patients who had
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been working prior to their stroke, they worried about
returning to their professional roles. One patient stated, “The
question is “When are you going to be able to return to work
and do what you do at a high level?”” while another stated “I
was worried about things like depression and just not being
able to remember things, and losing function, and not being
able to be an accountant ever again.”

Identification of Silver Linings (Holbrook’s’

Fourth Stage)

A few participants reported positive aspects of the experi-
ence of stroke or lessons that they had learned from the
experience. One patient described his mindset about recov-
ery as “...if I want to get better. . . it’s only going to happen
if I put the energy into doing it.” For caregivers, they iden-
tified positive aspects of their changed relationship with the
patient. One caregiver describes gaining appreciation for
what she and the patient had:

As hard as it is, you know, for us during this transition, I have
learned not to take him for granted. I have always appreciated
the things that he has done for me. But I really appreciate it now
because I know that he can’t and I know he would if he could.

Another caregiver stated, “We really have more fun
together since he stroked out than we had before.”

Discussion

Although physical loss was significant, psychosocial loss
also had profound impacts on the lives of participants in our
study. Recovery can require substantial adjustment, and
many felt unprepared and unsupported. Although some in
our study were able to find silver linings, for the most part
the stroke and recovery process negatively affected their
lives. These data raise several concerns that can guide
services to those recovering in the community.

Role loss and adjustment to new roles have implications
for the survivor and caregiver relationship. Relationship sta-
bility is often a strength that those dealing with major illness
rely on; however, stroke recovery can threaten this resource.
Having to take on new responsibilities can be stressful, and
challenges perceptions of self. For several of the dyads we
see this reflected in their discussion of how difficult it is to
get used to not doing what is expected of them, often along
stereotyped gender roles (ie, bill paying, meal preparation).
Loss related to work role was observed, with some variabil-
ity based on life stage of participant. Patients who are still
active in the professional world may worry about regaining
professional skills and returning to the workforce. For older
couples, the challenges associated with age have less to do
with career goals and more to do with managing previous
expectations of retirement.

Confusion and denial around the identification of stroke
symptoms was a common experience among participants, in

some cases delaying care by hours or even days. This finding
has implications for how the public is educated about stroke
symptoms and the need for quick medical response. Confu-
sion and denial were also present in the understanding of the
length and intensity of recovery, as well as the seriousness of
the stroke. The challenge for the care team in these cases
includes conveying information about expectations of stroke
recovery in a way that can be understood by the patient and
caregiver.

Social support is an important adjunct to stroke recovery.
Many participants experienced painful loss related to family
and friend support. The intensity of the recovery and its
length were barriers identified in accessing a support system.
Lutz et al (35) describe a model for identification of care-
giver needs and readiness for caregiving that can facilitate
better preparation of stroke caregivers. In addition, Cameron
and Gignac (36) make suggestions for supporting stroke
family caregivers across the spectrum of care that are
responsive to the changing needs of caregivers throughout
stroke recovery. It is essential that patients and caregivers
alike are educated about the emotional and social aspects of
stroke recovery and that loss beyond the physical is acknowl-
edged. Recent findings from the development and pilot study
of the program “Recovering Together,” a dyadic cognitive
behavioral approach, indicate that programs targeting both
the stroke survivor and caregiver after discharge and during
recovery may have positive effects on resilience, coping, and
emotional well-being (37,38).

Holbrook’s bereavement model (29) provided a founda-
tion for understanding the grief reactions of the participants
in our study. We could identify the model’s 4 stages in these
data. It is likely that we did not find as much data related to
acceptance and adjustment due to the nature of our sample
versus the nature of Holbrook’s sample (29). She developed
this model based on observation of rehabilitation in a previ-
ous care generation where inpatient and rehabilitation stays
were significantly longer than current lengths of stay. All of
our participants had experienced a stroke in the previous
6 months and were still relatively new to the experience.
However, a strength of this framework is that it is stroke
specific and with modification may be a helpful resource
to patients and families along the stroke recovery spectrum.

Our findings need to be considered in light of some
limitations. In addition to the considerations of the model
fit to recent stroke survivors, our data come from a
self-selected sample, all of whom were experiencing sequa-
lae in the form of physical or cognitive impairments. Parti-
cipants may be more likely to need support or are more likely
to volunteer for research studies than the typical stroke sur-
vivor. However, a unique strength of this study is the emer-
gence of these grief and loss themes. As the parent study did
not include inquiry into the experience of grief and loss that
participants in 2 distinct groups identified and discussed
themes of grief and loss with no prompting by the research
team speaks to the universality of this experience for both
stroke survivors and caregivers. Care teams and providers
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can use the information presented here to assist patients and
caregivers along the spectrum of recovery so that grief reac-
tions are normalized and attended to. Support groups can be
useful as well so that patients and caregivers experiencing
loss have a place to discuss it and learn that it is a reaction
shared by others. Emerging interventions that focus on psy-
chosocial recovery will be important adjuncts to typical
recovery services (28).

Conclusion

Grief and loss permeated the recovery period of our partici-
pants. Whether it was a loss of function, a loss of friendship,
or a loss of role these experiences greatly impacted both
patients and caregivers. Although a few were able to glean
something positive from their experience, for the vast major-
ity grief and loss negatively affected their lives. This work
identifies the value of looking at stroke recovery through the
lens of grief and providing increased access to supportive
services and interventions. This lens can sensitize providers
to the ongoing loss that patients and caregivers contend with
during recovery.
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