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Abstract

Purpose—Approximately 4.8 million stroke survivors are living in the community with some
level of disability requiring the assistance of family caregivers. Stroke family caregivers are often
unprepared for the demands required of them. The purpose of this grounded theory study was to
explore the needs of stroke patients and their family caregivers as they transitioned through the
stroke care continuum from acute care to inpatient rehabilitation to home.

Methods—Thirty-eight participants, 19 recovering stroke patients (11 male, 8 female), 15
primary family caregivers (14 spouses, 1 mother), and 4 adult children were interviewed during
their stay at a rehabilitation facility and within 6 months of discharge. Interview questions were
loosely structured and focused on the stroke experience and how patients and caregivers were
managing postdischarge. Data were analyzed using dimensional and comparative analysis.

Results—Findings were organized in a conceptual framework illustrating the trajectory of the
crisis of stroke. Stroke survivors and their caregivers faced enormous challenges as they moved
through 3 phases of the trajectory: the stroke crisis, expectations for recovery, and the crisis of
discharge. Findings from this study suggest that as caregivers move through the phases of the
trajectory, they do not have a good understanding of the role to which they are committing, and
they are often underprepared to take on even the basic tasks to meet the patients’ needs on
discharge.

Conclusion—Stroke survivors and their caregivers do not have adequate time to deal with the
shock and crisis of the stroke event, let alone the crisis of discharge and all of the new
responsibilities with which they must deal.
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Each year, nearly 800,000 people experience a new or recurrent stroke event.!
Approximately 4.8 million stroke survivors are living in the community with some level of
disability, and 50% need assistance with activities of daily living (ADLS) or instrumental
activities of daily living (IADLs).2 As diagnosis and interventions for persons with stroke
improve, the number of stroke survivors and, in turn, the number of familial caregivers will
increase. Although stroke survivors often have significant functional limitations, the
implementation of prospective payment systems for inpatient rehabilitation services in the
United States has resulted in significant reductions in lengths of stay for stroke
rehabilitation34 by as much as 8 days.> These reductions are not new. In the 1980s, a study
of more than 3,000 stroke patients showed that the length of acute care hospital stays
reduced from 17.5 to 6.4 days.® Patients with stroke thus continue to be discharged home
“quicker and sicker,” resulting in increased stress on family caregivers who are typically
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unprepared to meet the accommodations and need for assistance with ADLs/IADLSs that is
required (eg, establishing wheelchair access, assisting with toileting, dispensing
medications, and driving to doctor’s appointments).

In 2009, more than 65.7 million unpaid caregivers in the United States provided an average
of 20 hours per week of care, with an estimated market value of $375 billion.”-8 Most were
family relatives, and their efforts were not without cost. Deleterious effects on the health and
well-being of these caregivers has been well documented in the literature®-13 and identified
as a major public health concern.14 Approximately 3.5 million of these unpaid caregivers are
family members providing care for stroke survivors.’

Needs of stroke caregivers are categorically different from those of caregivers of persons
with progressive conditions such as dementia in that stroke is an unpredictable and sudden
event that can be life-disrupting and does not allow family members sufficient time to
prepare for the complex responsibilities of caregiving. Stroke patients with residual
functional limitations typically transition from being cared for by formal caregivers in acute
care and inpatient rehabilitation — 24 hours a day, 7 days a week — to relying fully on
informal caregivers (most often a spouse or adult child). Even if the caregiver has had
previous experience caring for individuals with disabilities, the demands and vigilance
required for adequate care at home are often overwhelming and exhausting. Researchers’
findings have repeatedly demonstrated the damaging health effects of caregiving. Caregivers
often describe feeling isolated, abandoned, and alonel315:16; what frequently follows is a

predictable trajectory of depression and a downward spiral of deteriorating physical
health.9:10,12,13,17,18

Adverse consequences of caregiving ultimately affect the care recipient as well. Research
indicates that outcomes for patients with stroke are influenced by the ability of the family
caregiver to provide emotional and instrumental support as well as assistance with ADLs.14
As the caregiver’s health decreases, the patient’s health and recovery will also likely suffer,
leading to premature placement in an institution. Shyu, Chen, and Leel® found that persons
with stroke who were cared for by caregivers who needed more support were 5 times as
likely to be rehospitalized. So, although there is sufficient evidence that caregiving can have
debilitating effects on caregivers and patients, research investigating the needs and
experiences of caregivers as they move into this role is limited. This is particularly true of
cases in which the transition occurs because of a sudden, life-altering event, such as stroke.

The purpose of this grounded theory study was to explore experiences of stroke patients and
their family caregivers as they moved from acute care to inpatient rehabilitation to home and
to identify their needs as they transitioned through the care continuum. The model
developed in this study differs from findings in other studies about stroke caregiving,
because it illustrates the crisis points and consequences experienced by stroke caregivers and
patients as they move through the care continuum. The findings suggest that the root of
long-term caregiver strain and burden may be traced back to the crisis caregivers experience
as patients transition from rehabilitation to home.

After receiving approval from the institutional review board of the study facilities and
university, patients experiencing their first stroke and their family caregivers were recruited
by the case managers at each inpatient rehabilitation facility (IRF). Patients (when they were
able) or their primary caregivers were contacted by the research team and informed about
the study. Interview times were set up and consents were signed prior to the start of the first
interview. Study participants were interviewed while the patients were still in rehabilitation
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or as close to discharge as was convenient for the caregiver. In 5 cases from 1 site, we did
not receive the contact information for the caregiver until the day of discharge. These
caregivers wanted to participate in the study, but they chose to delay the interview because
the transition from rehabilitation to home was so overwhelming. These interviews were
conducted within 4 days to 6 weeks postdischarge. The second interview was conducted
within 6 months of discharge in a location convenient for the caregivers and patients
(usually the home). Caregivers and patients were given the option of being interviewed
together or separately. Interview questions were loosely structured. The first interview
focused on patients’ and family members’ plans and needs for postdischarge care. In the
second interview, participants were asked to compare their experiences of stroke recovery
and caregiving to their initial expectations.

Based on the analysis of the data from the patients and caregivers, we realized we also
needed to understand the perspectives of the IRF case managers regarding patients’ and
caregivers’ needs and discharge concerns they identified when working with stroke patients
and their families. Therefore, we conducted a group interview with 3 case managers at 1 site
and an individual interview with the case manager at the other site. We used these data in
our comparative analysis to understand the differences in perspectives between caregivers
and case managers in terms of discharge needs.

Data analysis

Data were analyzed using dimensional analysis, a naturalistic analytic strategy developed for
use with text or narrative data in qualitative studies.2%-22 Based on the coding procedures set
forth by Strauss?3 and Strauss and Corbin,24 dimensional analysis consists of a line-by-line
coding process that identifies and tracks the study participants’ constructions of the
phenomenon or experience in question.2-22 Consistent with symbolic interactionism,
dimensional analysis allows the researcher to identify how individuals carve out reality, in
other words, what captures their attention and contributes to their understanding and
experience.25 The end result is a framework that identifies “reality” as defined by the study
participants using their perceptions, understanding, preferences, and logic. This framework
becomes the basis for the final grounded theory.

Using constant comparative technique,23-24 comparisons were made among the narratives of
stroke patients, primary caregivers, other key family members, and case managers, along
with the literature about discharge decision making. NVivo 8.0 (QSR International,
Melbourne, Australia) qualitative data management software26 was used to aid the research
team in analyzing and managing the data and in making comparisons within and across
texts. As dimensions were uncovered in the data, they were verified with other study
participants as a way to substantiate their cogency with the developing conceptual
framework.

A multidisciplinary research team, consisting of the study team and graduate and
undergraduate students, helped to develop and revise the conceptual framework. The
principal investigator and research team met weekly to discuss the ongoing analysis and
wrote field notes and memos2324 to create an ongoing audit trail to document and record
study findings and to track methodological and substantive decisions made during the
analysis. Several renditions of the framework were developed as the data analysis
progressed. The final conceptual framework illustrates components of the stroke crisis
trajectory from the perspectives of patients and family caregivers through the first month
postdischarge.
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Study participants

Results

The study sample included 20 patient/family units from 2 IRFs; 6 were Black, 1 was
American Indian, and 13 were White. A patient/family unit included the patient, his or her
primary family caregiver (usually a spouse), and any other family members who were
involved in the patient’s care. Data were collected between January 2008 and August 2009
via 2 interviews with members of these units. One patient/family unit withdrew prior to the
first interview, and 3 withdrew before the second interview because they did not feel they
had time to complete the interview. In all, we collected data from 38 individuals, including
19 recovering stroke patients (11 male, 8 female), 15 primary family caregivers (14 spouses,
1 mother), and 4 adult children. Three of the stroke survivors lived alone and chose not to
provide contact information for their family members. Seven of our families had annual
incomes lower than $20,000; 8 had incomes above $40,000. Table 1 provides average ages
for participants and FIM™* scores for stroke survivors.

The FIM is an instrument used in rehabilitation to measure patient functional ability. It has
18 items in 6 domains related to cognitive and motor function. Total FIM scores can range
from 18 (totally dependent) to 126 (totally independent).2’-2° Thirteen of the stroke
survivors had admission motor FIM scores below 30, indicating severe functional
limitations. In a previous study, Lutz30 found that stroke patients with an admission motor
FIM score below 30 were almost 3 times as likely to be discharged to a nursing home.

Stroke crisis trajectory

As study participants moved through the stroke crisis trajectory from the stroke event to
discharge home, they described their experiences as a series of 3 phases: the stroke crisis,
expectations for recovery, and the crisis of discharge. They identified important dimensions
in each phase of the trajectory that are described in the following paragraphs with
representative quotes. The quotes are labeled with a [P] for patient and [C] for caregiver
followed by a case number. These phases are illustrated in Figure 1.

Phase I: Stroke crisis—Phase | occurred when the patient was diagnosed with stroke and
admitted to acute care. Our findings demonstrated this as a time of high anxiety, shock, and
disbelief for patients (when they are cognizant), caregivers, and other family members.
During their stay in acute care, family members and stroke survivors (if they were
cognizant) began to recognize what happened to them. They experienced stress, confusion,
fear, and loss of control and began to wonder what would happen next. Most stroke
survivors had limited memory of this phase and relied on their caregivers and family
members to fill in the gaps about what happened. With the crisis of stroke, the focus was on
survival and determining what steps should be taken next. Family members of patients with
severe stroke were very concerned about the patient’s survival as this caregiver describes:

All the kids came. And we had some very serious discussions, and there was some
debate that he wouldn’t live and what do we do now. And it was good that all of us
were there, making decisions on the same thing...The second night he was there,
they said, call his family and tell them to come. So | did and they came. We
thought we were going to lose him, but he made it through. He made it through and
in the seventh day, they transferred him to rehab. And we were so happy. [C-18]

Family caregivers typically had no preparation for the predicament in which they found
themselves. Some blamed the patient, themselves, or emergency medical personnel for not
immediately recognizing the stroke symptoms. In some cases, family members blamed the
caregiver: “I can’t believe my mother didn’t realize that my dad was having a stroke”
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[C-18]. In this time of shock, disbelief, and crisis management, however, other family
members and friends often rallied to provide support for the patient and the primary
caregiver.

In my family, as an entirety, | felt | had lots of support. On the day of his surgery, 5
of his 6 daughters were there—plus his brother and his nephew from down south.
[C-14]

Research shows that when persons are faced with crisis situations, their capacity to take in
new information and make decisions is compromised. Yet during this time, caregivers may
be asked to make life-changing treatment decisions for a family member with stroke.3!
Because the focus at this time was on the patient’s survival, family members often requested
that “everything be done” for the person with stroke. They were not yet thinking ahead, nor
did they understand the challenges that lay before them or the long-term implications of
stroke recovery.

The amount of time stroke survivors and caregivers had to face this crisis and make life-
changing decisions was often very short. Many patients in our study moved very quickly
from acute care to rehabilitation; some were discharged to the IRF straight from the
intensive care unit. Our participants’ acute care lengths of stay ranged from 24 hours to 23
days, with 8 days as the average. Nationally, the average length of stay in acute care
poststroke is 4.9 days.

Phase II: Expectations for recovery—Once the patients’ health status stabilized,
families and patients began to look ahead to the next step in the trajectory and focus on
recovery. This was when the option of inpatient (acute) rehabilitation was presented to
patients and family members, with nursing home placement or subacute rehabilitation
(usually provided within a nursing home) as an alternative. For many patients and families,
nursing home placement was not viewed as a suitable option. As this caregiver describes,
“Being very familiar with nursing homes, no. That’s not what | wanted, | wanted more”
[C-13]. Our participants viewed rehabilitation at an IRF as synonymous with recovery. The
implied promise of inpatient rehabilitation was that patients would not be discharged home
until they were able to return to their prestroke lives. “I wanted him to have the best chance
to recover as much as possible, so he can get back to the things he enjoys doing. So that’s
how we chose this [rehab] hospital” [C-17]. Therefore, committing to returning home after
discharge — an important criterion for admission to an IRF — seemed realistic. Oftentimes
family members did not understand the scope of the decision to which they were
committing.

For patients who lived alone and were not able to identify a primary family caregiver who
could provide care postdischarge, this was also a time to begin thinking about and planning
for their future options. They began to try to identify possible extended family or friends
who might be available for help, so they could return home. For those without these options,
they viewed inpatient rehabilitation as an extension of their inpatient stay, in hopes of
achieving a level of recovery and function that would allow them to return home
independently. They also realized that going to inpatient rehabilitation provided them with
time to figure out the next step in their recovery process.

This phase typically began near the end of the acute care stay and continued through much
of the stay at the IRF. The average length of stay in the IRF for our sample was 23 days,
with a range of 8 to 38 days. Nationally, the average length of stay in an IRF for patients
with stroke is approximately 18 days.3
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Patients came into the IRF and were assessed; plans of treatment were developed by the
rehabilitation team, and therapy commenced. However, the team often could not give family
members a good sense of the patient’s expected level of recovery until they had sufficient
time to evaluate the patient’s ability to progress with the treatment plan.

Although family caregivers and stroke survivors began to acknowledge poststroke
impairments during this phase, it was also a time of optimism and hope. Stroke survivors
focused on “getting better,” and many believed they would be able to stay in the IRF until
they “got better.” Their definition of improvement, however, was not always congruent with
rehabilitation providers’ perceptions. Stroke survivors’ views of “getting better” meant
returning to their prestroke activities and life: “I expect that 1’ll go back to doing everything
| did before this all happened” [P-6]. Another said, “I just wanted them to bring me in here
[IRF] and teach me to walk, so I could walk out of here” [P-1]. This survivor then expressed
that even if this level of recovery took some time to occur, he would “eventually...be able to
walk alone, by myself, within a year.” For health care providers, “getting better” may mean
a small, but notable, change in function such as improved balance, increased strength, or
walking a short distance with assistance.

During this time, stroke survivors were receiving intensive therapy for 3 or more hours per
day. They often noticed marked improvement and this, coupled with the encouragement and
support from therapists and nurses, fueled their expectations of returning to prestroke
activities. They tended to stay present-focused, working each day to improve their function,
strength, and stamina. It was a time of hope and optimism.

Every day as I’m going to my therapy classes, every day, | feel that am a new
person again being here. Now, | can walk on a cane, and | can move my hand a
little bit better than what it was, because it was dead, you would be surprised how
you can see me walking on a cane, compared to the time | came in here. [P-7]

For primary caregivers, this time was characterized by relief that the patient survived the
stroke and by hope for a return to prestroke activity and life. They typically assumed the
stroke survivor would be able to stay in the IRF until he or she was able to at least assist
with most ADLs and IADLs and be able to be alone at least for short periods of time.

But I, I really feel like that by the time we go home, he is going to be able to do
enough that | can assist him. [C-1]

Phase IllI: Crisis of discharge—Discharge home was typically a highly anticipated
event for stroke survivors and caregivers. They believed that when they got home, things
would return to normal and life could resume its previous routine, with few or minor
changes. However, at some point during the rehabilitation process, family caregivers began
to realize the stroke survivors were going to be discharged even if they had not met their
functional goals and that they (the caregivers) needed to prepare for the stroke survivors’
postdischarge limitations and resulting needs. For some, this realization did not come until a
day or 2 prior to discharge, and the discharge date, itself, often surprised caregivers. “It was
quick, when they went to release him. It was real quick” [C-2].

This created another crisis. Caregivers were required to determine what needed to be done
and who could do it to accommodate the survivor postdischarge. For example, would the
house need to be remodeled, carpeting removed, a ramp added, a bathroom or bedroom
reconfigured? What kinds of equipment would they need? Should they rent it or buy it?
What kinds of support would be needed (eg, personal care assistance)? Could they afford it
and, if not, would their insurance pay for it? Who would help if they could not afford paid
assistance? What would they do about their jobs? Would they be able to keep working? If
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not, what would they do for income? Did they qualify for social services like Social Security
disability and food stamps? How would they get these things? Who should they talk to? The
list seemed endless and overwhelming. Although case managers could assist with tasks
related to the patients’ needs by providing a list of phone numbers or ordering equipment,
the caregivers had to schedule, complete necessary paperwork, and coordinate and be
available for appointments and deliveries.

Moreover, caregivers were expected to be at the IRF to receive training to care for the stroke
survivor at home. In fact, IRF staff viewed attendance and attention at rehabilitation training
sessions by family members as a measure of how well the patient and family would fare at
home. As this case manager describes:

And the daughter took him home to her house to provide care, and she said that
from day 1, when I did my assessment, ‘Oh, don’t worry about me, I’ll be fine’.
And she was one of those family members who was here daily, who was hands-on,
not afraid to get in there and you know, provide some nursing care and some
continence help. So, | wasn’t terrified about her going home at all.

The amount of preparation and training required made most caregivers feel overwhelmed
and exhausted before the patients ever got home.

It was really, really stressful because we were moving in [to a new apartment], we
[caregiver and adult daughter] didn’t have a chance [to unpack]. We wanted to have
everything ready so at least there could have been walkways [in the hallways] for
him to walk. [C-12]

Bringing the survivor home prompted mixed feelings. Most patients wanted to go home, but
their caregivers were understandably concerned if rehabilitation goals were not met and they
felt they had inadequate time to prepare. Patients, themselves, were also alarmed if they felt
they were dismissed prematurely. Being home also meant a drastic reduction in therapy,
from 3 hours per day to a few hours 1 or 2 days a week. Often, the therapy did not start for a
week or more postdischarge. This was typically accompanied by a plateau or regression in
recovery that survivors and caregivers attributed to the reduction in therapy and/or a change
in therapists. Both survivors and caregivers were also required to develop relationships with
new therapists and nurses.

Once home, stroke survivors realized they had to depend on others for things they took for
granted their whole lives. They were beset with feelings of frustration, anger, sadness, loss,
grief, and/or depression, as this quote illustrates:

You know, it’s very humiliating to have to call somebody so you can go to the
damn bathroom in the middle of the night. Just to go to the bathroom. Yeah, that’s
when you know you’re really screwed up, when you have to call somebody to help
you out with something that simple, something you take for granted your whole
life. [P-13]

When patients did come home, their caregivers began to realize the enormity of the tasks
before them. They were now responsible for providing care for 24 hours a day, 7 days a
week. “It was a day from hell, the day he was discharged. It was horrible. | mean, you know,
a terrible, terrible experience” [C-4]. These caregivers began to realize the skills they
learned during inpatient rehabilitation did not always translate well at home. For example,
the bathroom door at home may not be wide enough for a wheelchair or for 2 people to walk
through together. Transfers were far more difficult in the home than in rehabilitation, and
caregivers were often required to do as many as 8 to 10 transfers each day.
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The transfers in [the IRF] were not realistic to the transfers in real life. The
transfers were off of one of those gym tables cranked to just the ideal height to
match the chair to transfer from the chair to the table or back...Home is totally
different; things are different heights. We had to take the wheels off of the hospital
bed and put coasters on there, because the hospital bed was too high up, even at its
lowest position for me to sling [transfer] him to the wheel chair....[C-20]

Providing care in the home environment, especially transfers and medication administration,
without the support of rehabilitation staff, resulted in safety concerns for caregivers and
patients. Ten of the patient participants had fallen at home, and often caregivers either fell
with them or were injured trying to help the patients get up. Falls generally occurred when
caregivers were helping the patients transfer to and from the bed or wheelchair or when the
patients lost their balance or tried to transfer without assistance. These quotes from 3
participants illustrate the issue of falling at home:

He doesn’t remember a lot, but he’s, he’s had 5 falls since we brought him home.
He fell against me and sent me back into that corner. And | knew that ottoman was
there, and | was like, “Oh, if I go over that ottoman I’m going to hurt myself,” and
so I’m trying to catch myself, and so | managed to get myself righted...He got a
bruise on his head. [C-14]

| fell off the walker; | don’t remember falling. | broke my ankle in 2 places. [P-8]

| was sitting on the potty chair, and | reached down to pick up something and it was
on the floor and | wound up on the floor and he had to pick me up. And he does not
need to do things like that. He just doesn’t because he gets so short of breath.
[P-19]

Taking on the responsibility of administering multiple medications at various times
throughout the day also presented safety concerns.

I came across 2 medications the other day that were so similar, one was the littlest
bit more yellowy and the other was the littlest bit more blush looking. And | said
I’m scared to do this because | was afraid | was going to give him the wrong thing.
[C-1]

Medication administration was especially problematic when the caregiver was overwhelmed
and exhausted as this caregiver describes:

I’m terrified that I’ll mix up a med. I’ve got them in a little pill container, so I just
have to dump them out, but I’m just terrified that I’ll give him the wrong pill at the
wrong time because I’m disoriented. [C-20]

Nighttime behaviors and financial burdens also presented serious challenges for many
caregivers. Stroke survivors who woke at night and called for help or tried to get up
unassisted caused caregivers to experience generalized worry that often resulted in insomnia
and exhaustion, as described by this caregiver:

| continue to have not enough sleep and he continues to be sleep deprived, one or
both of us is going to end up seriously injured, because we’re going to fall doing
the transfers. [C-13]

Financial difficulties added to mounting burdens. Lost income from patients and/or
caregivers who were working prior to the stroke and the depletion of retirement savings to
cover the costs of medications, equipment, and services that were not covered by insurance
were all a source of concern, as this couple describes:
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She’s [the caregiver] doing all these big things, like getting the house ready for the
market [to sell]. I’m not working, so | don’t have an income stream so | can’t pay
my car payment. So, goodbye car. They came and got that [P-4].

I’ve had to deal with all his bills....[C-4]
All my creditors. [P-4]

... to try to renegotiate the bills. All the doctors, the hospitals, the credit cards, you
know, who else can do it? [C-4]

Caregivers not only worried and were inundated with providing daily care for the stroke
survivors, they also had to pick up the tasks that were done by the survivors before the
stroke. This included maintaining the household, paying bills, doing laundry, preparing
meals, and lawn care. Additionally, they had the added responsibility of keeping track of and
getting the patients to multiple appointments and managing medications. “My thing now is
to try to regulate her medicine intake, try to get her to therapy, try to engage with a few
exercises with her” [C-9]. Over the course of the trajectory, caregivers found that they were
expected to take on increasing responsibility for meeting patients’ needs and concerns. This
resulted in decreased focus on themselves and their own health over time. Self-care is often
the last item on caregivers’ list of daily tasks.

You balance it the best you can. You have to accommodate him before yourself.
It’s an ongoing process—trying to find balance, trying to find time for me, even 5
minutes. [C-13]

Even caregivers who had previously worked with disabled, elderly populations expressed
feelings of being overwhelmed, abandoned, and isolated: “I felt like | was a little old Eskimo
woman that they put on this ice block, chopped it off and sailed it out in the middle of the
ocean” [C-17]. They were totally exhausted, as these quotes from 2 of the caregivers
indicate:

The first 3 weeks were the 3 weeks from hell. Because both of us are tired and he’s
not able to do the things he was doing [in inpatient rehabilitation]. [C-13]

I can probably even stand the not sleeping. But | can’t work 18-hour shifts and
have no sleep. ....I really haven’t had any time to grieve; it’s been nonstop from the
minute he went into [the hospital]. | was there every breathing minute, in ICU to
the 33 days in rehab, to [40-mile] drive to [the IRF]...it’s just been nonstop. There
has been no break. None. [C-20]

Conditions that influenced the crisis of discharge

There were several conditions described by caregivers and patients that influenced their
abilities to manage the transition from the IRF to home. The degree to which the caregivers’
capacity to provide care (ie, their experience, skill, physical stamina, proximity) matched
with the patients’ level of need (ie, their functional status, need for assistance with ADLs
and IADLs) impacted how well the patient and caregiver were able to make the transition
home. This has been supported in the previous research.3932 However, for some caregivers,
having a high capacity to provide care was equated with expectations from themselves and
others of taking on all of the care and needing little or no help that resulted in increased
strain.

Protective factors identified by caregivers that helped to minimize the discharge crisis
included self-awareness (ie, recognizing their limitations) and a strong sense of self-
advocacy. These caregivers were able to identify what care they could and could not provide
and indicate these limitations to the case managers and therapists. They typically had a
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physical condition, such as a previous back injury or heart condition, which limited their
capacity to provide physical care. However, when advocating for themselves in this way,
they had conflicted feelings of guilt for limiting their role. These feelings were increased
when health care providers and other family members questioned them about why they were
not going to assume the total care for the stroke survivor, as described here:

It was a surprise, and it was scary and one of the therapists—oh, she made me felt
so bad. “Mrs. [caregiver’s hame], you mean to tell me you are not taking him
home?” | said, “I cannot; | live by myself, just my husband and me. I cannot
provide 24-hour coverage for him...” Oh, I just felt so bad. I said, “Lord have
mercy.” | was [also] battling his two older sisters who were having a fit that he was
going to nursing home care, and never mind the fact that they weren’t going to
come and help with his care, oh Lord. [C-17]

In our study, only 3 caregivers described this strategy of self-advocacy; the rest took on the
role despite misgivings and even when they felt ill-prepared to do so.

Finally, financial resources and informal support networks also influenced the crisis of
discharge. Those caregivers who could afford to pay for assistance or who had family
members to help them were not as overwhelmed and exhausted as those caregivers who
were left to manage the transition home alone.

Options for stroke survivors who lived alone were limited if they did not have the support of
family and/or friends for postdischarge care. In this study, there were 3 participants, all
female, who lived alone prior to their stroke. One participant decided early in the process
that she would need to spend time in a nursing home after her stay at the IRF and prior to
moving back home because the only available family caregiver was her daughter-in-law,
who was caring for 3 young children alone while her husband was deployed overseas in the
military. This participant received some instrumental support from her daughter-in-law but
did not want to ask her to help with personal care or daily activities.

You know there’s just too much going on there. She would have to be worrying
about me every time she went out, whether | was okay or not, and | don’t want to
put that on them [P-3].

The other 2 participants expected that family members (adult daughter or daughter-in-law)
would be available to provide the care. However, this did not work out as expected. In our
last contact with them, they were considering other options, such as nursing home
placement.

Discussion

Stroke patients and their family caregivers in the United States are faced with enormous
challenges as they move through the stroke care continuum — from acute care to inpatient
rehabilitation to home. Findings from this study provide compelling evidence that as
caregivers move through the phases of the trajectory they do not have a good understanding
of the role to which they are committing, and they are often underprepared to assume even
the basic tasks to meet the patients’ needs on discharge. They do not have adequate time to
deal with the shock and crisis of the stroke event, let alone the crisis of discharge and all of
the new responsibilities with which they must deal.

To stroke survivors and their families, the expectation of rehabilitation is that the survivors
will be functional on discharge, perhaps not back to prestroke levels, but at least able to
attend to the basic ADLSs, particularly toileting and hygiene. Shortened lengths of stay,
especially for those with significant functional limitations, are often inadequate for both the
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logistical and emotional preparation that many family caregivers must undertake to achieve
the tasks of preparing the home and marshalling resources for discharge — all the while
doing their best to be emotionally and physically available to the survivor. They do not have
the time to adjust to the idea that recovery might not be complete, to arrange home
modifications, and to learn strategies to deal with functional limitations that may persist
after discharge. Additionally, there is inadequate time to deal with the grief of the loss they
are suffering in the aftermath of stroke.

Other authors have identified support needs and gaps in care for patients and caregivers as
they transition through the care continuum.33-3% Our stroke crisis trajectory adds to this
literature by vividly illustrating the consequences of these gaps as caregivers accompanied
stroke survivors in the transfer from acute care to rehabilitation to home. Much of the time
when caregivers are expected to make decisions about the patients” welfare and prepare for
and implement newly learned tasks and skills, they are in crisis and are overwhelmed. The
crisis of discharge is where caregivers in our study became totally overwhelmed and realized
they were not ready to assume the tasks and responsibilities of caring for and managing
daily physical, instrumental, and emotional needs of the stroke survivor. They had neither
the time nor the resources to deal with their own needs for emotional and instrumental
support. These phases impacted the support and information needs of caregivers and patients
and their abilities to successfully navigate their way through the stroke care continuum.

Our findings suggest that these caregivers face excessive burdens, and many of them are the
sole caregivers for stroke patients. The trajectory presented here demonstrates that as
patients are physically transferred through the care continuum from acute care, to IRF, and
to home, caregivers are often not ready to transition to the next level of care and take on the
added responsibilities of caregiving. This was particularly problematic during the time when
patients were discharged home. As a result, caregivers not only are at risk for serious
physical and emotional problems, but also feel a sense of abandonment and loss of support
from the current health system.

Implications for practice

The findings suggest implications for practice as patients and caregivers transition through
rehabilitation to home. Rehabilitation staff should be cognizant of and sensitive to the needs
of caregivers as they are dealing with the overwhelming life changes that result from the
disabling experiences of stroke. Several authors have developed interventions for caregivers
of stroke patients postdischarge.36-38 These interventions provide problem solving and
educational information to help caregivers cope with the new role in which they find
themselves. Because of the crisis points that caregivers face prior to patients’ discharge, our
findings suggest caregivers may need more intensive interventions while the patients are still
in the IRF and as they make the transition home, especially in the first month postdischarge.
These transitional interventions should begin with an in-depth, systematic assessment of the
caregiver’s needs and ability to take on the caregiving role and awareness of the potential for
poor outcomes. Assessment of the caregivers’ understanding of and capacity to take on the
caregiving role as the patients move from acute care to rehabilitation is a key piece usually
missing from a patient-focused assessment on admission to rehabilitation and has been
recommended by researchers and caregiver advocates for several years.39-41

Additionally, caregivers and patients, if they are able, may benefit from regularly scheduled
family counseling to help them better manage the multiple losses that they are suffering and
to adapt to the major life changes they are facing poststroke. However, this type of
counseling is generally not recommended to caregivers and patients during inpatient
rehabilitation or postdischarge. None of the caregivers in our study were referred to family
counseling to help them deal with these life changes.
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When caregivers indicate that they may be unable to care for the patient at home,
rehabilitation staff must work with caregivers to identify suitable options for care. This
finding also suggests the need for changes in health care policy with more flexible payment
systems allowing for the right services to be delivered at the right time to meet the needs of
the patient andthe family caregiver. These services may include inpatient rehabilitation and
follow-up subacute care to allow caregivers the time they need to prepare for the long-term
role of caregiving.

Our society values and applauds caregivers who decide to bring their family members with
stroke home to advance their recovery and provide for a high quality of life. Not only is this
viewed as being socially desirable, the right thing to do, and preferable to nursing home
placement, it saves billions of dollars in formal health care services every year.8 These
savings, however, seem to be at the expense of the physical and emotional well-being of the
caregivers who make such a commitment. In the current US health care system, transfers of
care from one level to the next are fragmented, poorly coordinated,3334 and do not take into
account the capacity of the caregivers or the emotional and support needs of the patient/
caregiver dyad. Transfer and discharge decisions are based on insurance policy directives
and prospective payment systems and not on the needs or well-being of caregivers and care
recipients. Caregivers in our study felt isolated, abandoned, and alone and told us they felt
like they “had been pushed off a cliff” when they were discharged home without the
requisite support services or assistance.

Because of funding policies, the current system focuses on the needs of patients and views
family caregivers as resources for patients. The needs of caregivers are marginalized and
eclipsed. The caregiving capacity of family members is not systematically assessed prior to
discharge, and there are limited, if any, transitional services available to stroke survivor/
caregiver dyads as they move home, which leaves them to cobble resources and assistance
together the best they can. The need for better transitions of care, care coordination, and
patient and family engagement in care decisions has finally been recognized as a national
health care priority in the United States.*2 We need to conduct additional research on
appropriate intervention strategies that provide seamless, cost-effective, transitional care
with a focus on meeting the needs of caregivers and patients as they move through the stroke
recovery trajectory. These strategies will increase the likelihood of caregivers and patients
adapting to the life-changing event of stroke and reducing injury, preventing poor health
outcomes, and decreasing unnecessary hospitalizations for both patients and their caregivers.
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Figure 1.

Stroke Crisis Trajectory
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Table 1

Participant demographics

Participants Mean

Range

Caregivers(n = 19)

23-82

33-84

28-73

Age 58
Stroke survivors (n = 19)
Age 64
Admission FIM
Total 49
Motor 26

Cognitive 23
Discharge FIM
Total 78
Motor 53
Cognitive 25

12-47
11-32

56-105
32-73
16-32

*
FIMTM is a trademark of Uniform Data System for Medical Rehabilitation, a division of UB Foundation Activities, Inc.
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