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Abstract

Purpose: The aim of the study was to better understand caregivers’ concerns about long-term implications of stroke and the care-
giving role after completing the Preparedness Assessment for the Transition Home After Stroke (PATH-s).

Design/Methods: In this qualitative study, cognitive interviews were conducted with 20 stroke caregivers who completed the
PATH-s tool as part of an instrument validation study. Data were analyzed for salient themes related to their perceptions about
stroke and the caregiving role.

Findings: Interviews yielded robust narrative data describing how the PATH-s items aided caregivers in recognizing potential issues
and concerns about stroke and the caregiving role. Caregivers experienced uncertainty about the long-term stroke prognosis,
which provoked anticipation and cues to action to begin addressing their concerns.

Conclusions/Clinical Relevance: Completing the PATH-s helped caregivers identify concerns regarding the long-term implications
of stroke and their caregiving role. It may serve as an important assessment tool to assist rehabilitation nurses to better understand

and address caregiver needs predischarge.
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Stroke is a leading cause of major disability in the United
States and globally (Benjamin et al., 2019). Of the estimated
6.6 million stroke survivors living in the United States, more
than 4.5 million have some level of disability following stroke
(Mozaffarian et al., 2016). When stroke survivors return
home, they frequently require assistance with activities of
daily living (ADLs) and instrumental ADLs, usually pro-
vided by family members. Stroke is often a crisis for the
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family system (Lutz, Young, Cox, Martz, & Creasy, 2011).
There are approximately 4 million family members in
the United States who provide care for stroke survivors at
home (National Alliance for Caregiving, 2015).

Stroke survivors usually receive care in the emergency
department and acute care hospital, with an average length
of stay of 5.7 days (Steiner & Weiss, 2016). Those who have
functional impairments that require ongoing hospitalization
and rehabilitation are often admitted to an inpatient reha-
bilitation facility (IRF) for treatment and family caregiver
training, as recommended by the American Heart/Stroke
Association (Winstein et al., 2016). The discharge from the
IRF is where the caregiver, often a family member, assumes
the caregiving role, participating in the patient’s nursing care
and rehabilitation therapies to learn the skills required
upon discharge.

Background

Stroke survivors and their family caregivers face enormous
challenges as they transition through the stroke care continuum
from acute care to the IRF to home (Camicia et al., 2014;
Lutzetal., 2011). Caregivers’ needs for emotional support
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and attentiveness to their well-being, preparation for discharge,
and reassurance regarding their ability to care for the stroke
survivor at home are often not met during the IRF stay
(Camicia, Lutz, Markoff, & Catlin, 2019; Lutz & Camicia,
2016). Caregivers often do not have a good understanding
of the role to which they are committing. The needs and
concerns of caregivers are overlooked, and they are under-
prepared to take on even the basic tasks to meet the patients’
needs postdischarge (Lutz et al., 2011, 2017). Stroke care-
givers often do not possess the requisite knowledge to de-
termine if they are prepared to provide care at home; in
short, they do not know what they do not know.

The patient’s physical and cognitive status at discharge as
well as preexisting caregiver factors, such as the caregivers’
health concerns and prestroke responsibilities; informal, for-
mal, and financial resources; home accessibility; plans for
self-care; and relationship with the stroke survivor, can influ-
ence the caregiver’s ability to assume the caregiving role (Lutz
et al., 2011, 2017). Each individual’s experience and meaning
derived from the caregiving experience are dynamic and may
change over time, requiring careful nursing assessment (Nettina,
2019; Zhang & Lee, 2017). In particular, it is important to assess
the caregiver’s readiness for the caregiving role so that a
plan of care can be tailored to address gaps in prepared-
ness (Lutz et al., 2017).

The Preparedness Assessment for the Transition Home
After Stroke (PATH-s) is a 25-item instrument designed to
assess caregiver readiness to care for a stroke survivor fol-
lowing discharge from an IRF and is based on the Improving
Stroke Caregiver Readiness Model (Lutz et al., 2017). The
data underlying this model suggest that, as caregivers move
from IRF to home, they do not have a good understanding
of the role to which they are committing and are often un-
derprepared to take on even the necessary basic tasks on
discharge (Lutz et al., 2017). Furthermore, the model illustrates
that the caregiver assessment is essential to develop an individu-
alized plan to address the gaps in caregiver preparedness. The
theoretical model was developed from caregiver perspectives
and identifies the important assessment domains of caregiver
commitment and caregiver capacity (Lutz et al., 2017).
The model domains are included in Table 1. The PATH-s
instrument was developed to assess each of these domains.
The purpose of this study was to better understand caregivers’
concerns about long-term implications of stroke and the care-
giving role after completing the PATH-s.

Methods

Overview

This study was conducted as part of a larger study to de-
velop and validate the (PATH-s) instrument (Camicia
et al., 2018; Camicia, Lutz, Harvath, et al., 2019). In the
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Table 1 Improving Stroke Caregiver Readiness Model:
Assessment Domains

Commitment
Strength of relationship
Willingness to perform caregiver role
Capacity
Preexisting factors
Health problems
Prestroke roles/responsibilities
Prestroke caregiver experience
Home and transportation accessibility
Internal and external resources
Informal support
Formal support
Financial
Ability to sustain
Responding to stroke
Dealing with crisis of stroke
Long-term implications

Note. Adapted from Lutz et al. (2017).

larger study, the PATH-s instrument was developed in a
three-stage sequential, multimethod approach, which in-
cluded the following:

Stage 1: Item generation for each of the concepts in the
improving stroke caregiver readiness model and review of items
by expert clinicians;

Stage 2: Cognitive interviews of stroke caregivers to improve
item clarity and to generate new items based on the results; and

Stage 3: Pilot testing to evaluate respondent burden to
complete the PATH-s.

The data in the study described here reflects Stage 2
and is reported as a subset of this larger project.

Research Design

Cognitive interviewing techniques (Knafl et al., 2007; Willis,
1999) were used to develop and establish the validity of the
PATH-s instrument (Camicia, Lutz, Harvath, et al., 2019).
Cognitive interviewing is an evidence-based, qualitative method
specifically designed to investigate if the questions in a survey
fulfill the intended purpose (Willis & Artino, 2013). Large
volumes of narrative data are generated through cognitive
interviews (Cls), including information about the participant’s
thoughts, concerns, or anxieties while responding to the
items (Goodwin, 2002). Cognitive interviews are designed
to improve the content validity and reliability of an instrument
by assessing the clarity and relevance of items for the tar-
get population (Knafl et al., 2007). Cognitive interviews
also can be used to determine how a participant compre-
hends an item and what the respondent thinks about dur-
ing the formulation of a response to the question (Collins,
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2003). Therefore, in addition to improving item validity and
relevance, ClIs may also ascertain important information
about the impact that instrument items have on the individ-
ual’s perceptions about the constructs being assessed. This
is especially relevant when assessing individuals about topics
that they have not otherwise considered.

Sampling

Following approval of the organization’s institutional re-
view board, CIs with 20 stroke caregivers of patients ad-
mitted to an IRF within an integrated care delivery system
were conducted. Caregivers were identified as the persons
who would provide assistance to the stroke survivor with
ADLs (e.g., bathing, dressing, toileting, mobility) and in-
strumental ADLs (e.g., shopping, cooking) upon discharge.
Participants met the following criteria: caring for a stroke
survivor who was admitted following first stroke with planned
discharge to home, the ability to speak and read English,
18 years of age or older, and cognitively able to consent.
Potential participants were identified through review of
the facility census. Caregivers of stroke survivors who were
present at the facility were screened by the principal investi-
gator (PI) according to the above criteria and invited to par-
ticipate if they met the criteria. Demographic characteristics
of the participants were tracked. Participants were purpose-
fully recruited to include diverse representation of age, gen-
der, race, income level, and relationship to the stroke survivor.

Data Collection

Data collection began in the spring of 2017 and continued
for 2 months. The PT approached eligible caregivers visit-
ing stroke survivors to explain the study. Caregivers who
indicated an interest in participating were given an insti-
tutional review board-approved consent form and a research
participant’s bill of rights. Once consent was obtained, the PI
scheduled an appointment to conduct the interview and pro-
vided the participant a copy of the signed consent.

The PATH-s instrument was administered in person
to 20 caregivers. Each of the PATH-s 25 items has four re-
sponse options that are ordinally ranked and written in the
first person. The PATH-s is self-administered on an iPad
or other electronic device. These items have been previously
reported (Camicia, Lutz, Harvath, et al. 2019).

Study participants were asked to enter their responses
to items directly into Qualtrics using an iPad. Qualtrics
(Qualtrics, Provo, UT) is an online web-based survey tool
that allows for the distribution, collection, and analysis of
survey items. Basic demographic information was entered
into Qualtrics by each participant, including age, gender,
race/ethnicity, relationship to stroke survivor, educational
attainment, and household income.
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After each participant completed the instrument, the
PI conducted item-by-item, semistructured CIs, with open-
ended questions, to elicit participants’ understanding of
the items and identify what they were thinking when they
read and answered each question in an effort to evaluate how
each of the PATH-s items was interpreted and understood
(Knafl et al., 2007). Participants were asked open-ended
questions about each PATH-s item following a script. Ques-
tions included, “What did you understand this question is
asking?” and “What were you thinking when you answered
the question?” These questions were asked item-by-item for
each item of the PATH-s instrument. Verbal probing was used
to elicit participants’ understanding of the items and what
they were thinking when they answered each question to
obtain insights into their responses. The interviews were
conducted in a private room at the IRF. Participant inter-
views were audio-recorded and transcribed verbatim. Find-
ings from the item analysis are reported elsewhere (Camicia
Lutz, Harvath, et al., 2019a).

During the ClIs, participants were asked to “think aloud”
and describe what they thought about as they responded
to each item. The caregivers reflected on how responding
to the items raised their awareness about their caregiving
role. They provided rich and detailed descriptions of issues
and concerns about caring for the stroke survivor that they
had not considered prior to completing the PATH-s. So, in
addition to providing information about item clarity, rele-
vance, and validity, participants also discussed how certain
items made them aware of concerns they had about assum-
ing the caregiving role. These descriptions were unexpected,
but important, in understanding the impact of the tool on
raising caregiver awareness about potential issues and concerns.

Data Analysis

Two certified registered rehabilitation nurses on the research
team (M. C. and B. L.) with experience in qualitative research
independently coded the interviews using thematic analysis
(Guest, MacQueen, & Namey, 2012; Ryan, & Bernard,
2003). Data were entered into an Excel spreadsheet with
one column for the verbatim quotes and one column for the
associated themes. Salient themes related to caregivers’ re-
sponses to each item on the PATH-s were manually coded.
The identified theme was entered into the column corre-
sponding to the verbatim quote. As themes were identified
in early interviews, they were verified in later interviews, sub-
stantiating their relevance. The researchers met in person and
by video conferencing to discuss themes identified in their in-
dependent review of the transcripts. Comparisons of themes
were made within and across interviews and compared for
similarities and differences in caregivers’ responses to the
questions. An audit trail of research team discussions was
maintained. The researchers came to consensus about key
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themes and related concepts. Relevant participant quota-
tions were identified, and coding was agreed upon for each
core concept. The demographic data were entered into SPSS
Version 25 (IBM Corp.) for descriptive analysis.

Findings

Participant characteristics are presented in Table 2. The
participants’ narratives provided insight into their thought
processes as they completed the items on the PATH-s tool.
The analysis of these rich data revealed two core concepts,
uncertainty and anticipation, and completing the PATH-s
cued the caregivers to take actions. The think-aloud and
probing techniques used during the CIs focusing on the care-
givers’ thoughts as they completed each item, revealed that
caregivers were often uncertain about the stroke survivors’
prognosis and their capacity to assume the caregiving role.
The items also cued caregivers to consider strategies they
had not thought of previously, for example, making a sched-
ule, obtaining outside help, and accessing support services.
In the following examples, these two caregivers contemplated

Table 2 Demographics of Study Sample

Survey Population n=20
Age in years, n (%)
35-44 2 (10)
45-54 3(15)
55-64 6 (30)
65-74 7 (35)
75-84 2(10)
Relationship to stroke survivor, n (%)
Child of stroke survivor 4 (20)
Spouse 12 (60)
Sibling 3(15)
Parent of stroke survivor 1(5)
Gender, n (%)
Female 16 (80)
Male 4(20)
Education, n (%)
Some high school (1-3 years) 2 (10)
High school graduate (4 years) 2 (10)
Some college (1-3 years) 5 (25)
College graduate (=4 years) 11 (55)
Household annual income, n (%)
$20,000 to <$35,000 1(5)
$35,000 to <$50,000 2(10)
$50,000 to <$75,000 2 (10)
$75,000 to <$100,000 10 (50)
Above $100,000 5(25)
Race/ethnicity, n (%)°
Asian 5(25)
Black/African American 1(5
White/Caucasian 11 (55)
Hispanic (may be any race) 2(10)

“Totals may not add up to 100% due to missing responses.

M. Camicia et al.

additional assistance that they might need: “At some point
I may decide to pay for [help] rather than do it myself”
(Participant 10) and “If she cannot walk and uses a wheel-
chair do I need paratransit?” (Participant 3).

Participants described their uncertainty and anticipa-

tion as they approached the caregiver role and how the
PATH-s provided cues to action as they prepared for this
new role and anticipated the transition to home. For exam-
ple, several caregivers indicated that completing the instru-
ment made them aware of issues and concerns that they
had not considered prior to completing the tool as described
by this caregiver,
It made me think of my own bealth and the capabilities 1
may need to work on, like building upper body strength to
help with what she may need. It made me think about men-
tally how prepared 1 am as well. (Participant 3)

As caregivers read and responded to the PATH-s ques-
tions, they described how they were cued to contemplate the
stroke in the context of their lives in a different way. The
focus shifted from the present moment and associated func-
tional impairments to that of the future and framed what re-
covery may mean for their lives as caregivers. The core
concepts and dimensions, PATH-s items that elicited the
responses, participant quotations, and the associated do-
main of the Improving Stroke Caregiver Readiness Model
are further outlined in Table 3. For example, the concept of
“uncertainty” is related to several model domains, in-
cluding strength of relationship, preexisting factors, and
ability to sustain. The concept of “anticipating” is related
to model domains of willingness, ability to sustain,
and resources.

Dimensions of Uncertainty

Participants described multiple dimensions of uncertainty,
including clinical questions related to prognosis/recovery
and the long-term implications of stroke, resource needs,
and the physical ability to sustain the caregiver role. Inter-
viewees were concerned about living in uncertainty and
the effect of caregiving on themselves and the relationship.
Finally, they expressed uncertainty about their ability to ful-
fill other roles and responsibilities.

Uncertainty About Prognosis and Hope for Recovery

The PATH-s triggered caregivers to think about recovery and
the ambiguity of the prognosis in the context of the long-term
recovery process. In the presence of ambiguity, caregivers
reported that they questioned providers in search of de-
finitive information. They perceived that providers gave
them vague responses to their questions, contributing to
even greater uncertainty. Several participants referenced
the temporal nature of recovery, noting their understand-
ing that recovery lasts from 3 months up to a year. A
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Table 3 Core Concepts and Dimensions and Associated Domain of the Model
Core Concept: Uncertainty
Dimension Question Participant Response Model Domain
Living in uncertainty and Do you think your physical or mental “What if she needs a lot of help and we are  Commitment: strength of
effect on the health problems will affect your providing it? How long is your patience? relationship
relationship ability to provide care for the stroke ~ How canldoitevery day? ...Icandoit, but
survivor? it will make both of our lives worthless.
Maybe | need to get help to sustain other
things to preserve our relationship.” (10)
Uncertainty about Do you have any physical or mental ~ “I would have a problem lifting. Using that ~ Capacity: preexisting
physical ability to health problems? transfer board and all of that—I do not factors (health

sustain CG role
Do you think your physical or mental
health problems will affect your
ability to provide care for the stroke
survivor?
Uncertainty about ability How much time will you have to
to fulfill other roles and ~ provide personal care for the stroke

responsibilities survivor when they come home?
Uncertainty about How much do you understand about
resource needs what you need to do to get ready
before the stroke survivor goes
home?

Will the stroke survivor have accessible
transportation that he/she can use
to go places?

Uncertainty about the How much do you understand about
long-term implications what assistance the stroke survivor
of stroke will need with personal care?

How much do you understand about
what you need to do to get ready
before the stroke survivor goes

home?
Uncertainty about How much do you understand about
prognosis/recovery the stroke survivor's expected

recovery over the next 6 months?

How much do you understand about
how the stroke will affect your lives
over the next 6 months?

have the strength. He is a big man.” (20) problems)
" use mind over matter. If it is painful | do
what | have to do. | push through.” (15)

"l am retired. | still have other responsibilities Capacity: preexisting
for which | commit for which | am not factors (other roles and
paid...I make commitments and need to responsibilities)
balance them.” (10)

“A lot is wait and see to see how far he goes. Capacity: resources

Is it going to take one person or two (internal/external,
people? Now we do not even know about  informal/formal,
the ramps.” (20) financial)

If she cannot walk and uses a wheelchair do |
need paratransit? Can | put the wheelchair
in the car?” (3)
"Physically and emotionally it is hard...| have Capacity: ability to sustain
to be strong. | worry later | will not be able
to keep doing this.” (11)
"I do not know how ready I am, so | just pray.” Capacity: crisis response

an

"The doctor talked to us about how the next Long-term implications of
6 months is the big time of what recovery  stroke: prognosis
will be. He told us what he is like now has
no bearing on 6 months, but 6 months is
where it is not the big jumps as much.” (1)

"I was told in the first 3 months she will make
some gains. After a year what you see is
what you get.” (6)

"Sometimes | ask but the answers | get are
not definitive. ‘It depends,’ that is what
everyone says.” (11)

"I know she’s going to need a lot of care. Until Long-term implications of
I start going through it I will not fully stroke: insight
understand.” (6)

" know it is going to be all consuming, but |
do not know how." (12)

(continues)
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Table 3 Core Concepts and Dimensions and Associated Domain of the Model, Continued

Core Concept: Anticipation

Dimension Question

Participant Response Model Domain

Anticipating management
strategies

How much do you understand about
how the stroke will affect your lives
over the next 6 months?

Anticipating choices that
will need to be made

How much time will you have to
provide personal care for the stroke
survivor?

Anticipating need for
self-care

Do you have any physical or mental
health problems?

Do you think your physical or mental

health problems will affect your ability

to provide care?

“It makes me think about my personal life, Capacity: resources and
home life, her life, everybody's family life.  ability to sustain
The different challenges we will have
and the changes we need to make;
things to adjust.” (3)

‘I thought of my responsibilities and how  Commitment:
much extra time it will take and what | willingness
need to move around.” (4)

‘They will take the back seat, so the care
can take the front seat. But if it takes the
back seat too long | will not be able to do
them. My initial response is that this is
going to be an issue.” (9)

‘| have been meaning to do things like
getting more exercise, eating better,
making sure | am centered mentally, this
is very important.” (3)

“I'am very positive and upbeat, and | know
how important it is to keep the patience
to care for her. | also need to take care of
me, so | can take care of her." (3)

Capacity: ability to
sustain

participant indicated that, “after 1 year what you see is
what you get” (Participant 6), indicating there would not
be any more gains in function, based on beliefs about the
recovery timeline from information received from pro-
viders. Caregivers often referenced arbitrary recovery
timelines presented by providers as a way to mitigate
the uncertainty of stroke recovery.

Caregivers also searched for information within the re-
habilitation program to help reduce their uncertainty about
the prognosis and to obtain hope. For example, one partic-
ipant referenced a film (Shapiro, 2009) that is shown to care-
givers as part of usual care in the study setting. The caregiver
reflected, “I did not know he could regain the ability to walk,
I'was hoping, but I did not dream of that.... It gave him hope.
I referred him to that movie and then he took a couple of
steps...” (Participant 20). Caregivers compared the stroke
survivor to other stroke survivors in an attempt to find de-
finitive answers and deal with the uncertainty of the prog-
nosis. The ambiguity about the timing and extent of recovery
appeared to be the greatest source of uncertainty for caregivers
in this study, as this led to uncertainty in all other dimensions.

Uncertainty About Resource Needs

Participants associated uncertainty about the prognosis with
uncertainty about resources necessary to address the needs of
the stroke survivor. This included transportation, help from
others for personal care and other tasks, as well as financial

resources. For example, there were financial concerns about
sufficient resources to hire necessary help and pay for home
modifications, for medical equipment and supplies, and for
the cost of living when there was an economic impact due
to loss of stroke survivor or caregiver income. Participant
20 stated, “A lot is wait and see to see how far he goes. Is
it going to take one person or two people? Now we do not
even know about the ramps.” Resources also included
emotional support from friends and family. The prog-
nosis determined the resources necessary to provide care;
an uncertain prognosis led to uncertainty about resources
needed and further uncertainty whether those resources
would be available.

Living in Uncertainty and the Effect on the Relationship
The strength of the relationship between the caregiver and
the stroke survivor influenced how the caregiver expected
to manage their responsibilities. Participants reflected on
their current and past relationship with the stroke survi-
vors and how the stroke might change the relationship in
the future. This included the loss of the former relationship
due to hospitalization, stroke survivor personality changes,
and concern over the future relationship being different and
of lesser quality in the future. In some cases, the caregivers
found that the stroke brought them closer because of the
stroke survivor’s dependence on the caregiver. Participants
expressed concerns about preserving the future relationship
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amidst increased caregiving burden. This concern and un-
certainty provoked anticipation about the need to obtain help
to sustain the relationship. A participant stated,

What if she needs a lot of help and we are providing it?
How long is your patience? How can I do it every day?
...I can do it, but it will make both of our lives worthless.
Maybe I need to get help to sustain other things to pre-
serve our relationship. (Participant 10)

Uncertainty About Physical Ability to Sustain

Caregiver Role

The PATH-s cued caregivers to contemplate their health and
revealed uncertainty about fulfilling the physical demands
of caregiving. Participants shared concerns regarding their
own preexisting health conditions, though many expressed
their dedication as a caregiver despite their health challenges.
They also tended to minimize their health issues, “pushing
through” even when providing the stroke survivor physical
assistance caused them pain. The PATH-s cued the caregiver
to think about their health issues, which revealed concerns
about the physical demands of caregiving and the long-term
ability to sustain the role.

Uncertainty About Ability to Fulfill Other Roles

and Responsibilities

The PATH-s highlighted the uncertainty of what the care-
giver role might involve and created questions regarding the
impact on their ability to manage their other life roles. Par-
ticipants shared their lists of existing responsibilities and
expressed the need to maintain preexisting roles. Administra-
tion of the PATH-s illuminated the breadth of responsibility
associated with caregiving, for example, the time anticipated
for direct care in addition to assuming duties that the stroke
survivor formerly performed. Many caregivers noted that
preexisting roles (e.g., volunteering in the community) helped
sustain them mentally, though were uncertain they would
have time for them once in the caregiver role.

Uncertainty About the Long-Term Implications of Stroke

The PATH-s illuminated that assuming the caregiver role was
a change that caregivers may have to deal with for the long
term and an awareness that the long-term is dependent on
the stroke survivor’s functional recovery. The participants
shared the uncertainty of their ability to sustain in the care-
giver role physically, mentally, and financially, though identi-
fied that this was all dependent on the recovery and associated
stroke survivor future needs. They also expressed uncertainty
about the future assistance that would be available from
others. For example, a participant stated, “Others are go-
ing to be more available in the first 3 months than they will
be in the next 3 months because people forget” (Participant 9).
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Dimensions of Anticipation and Cues to Action

Completion of the PATH-s prompted participants to think
about the stroke in the context of recovery, initiating an an-
ticipatory process that enabled them to begin to plan for the
future. The PATH-s stimulated the caregivers to anticipate
what issues and questions they needed to consider and what
resources they might need in order to provide care. Several
participants indicated the PATH-s illuminated what is involved
with being a caregiver. For example, a participant stated, “It’s
a scary questionnaire, but it is a good thing. It lets me know
what I did not know” (Participant 16).

Anticipating Management Strategies

Administration of the PATH-s prompted caregivers to an-
ticipate the impact of stroke on their lives and how they
needed to respond to sustain in the caregiver role. For exam-
ple, in response to the item about time to fulfill the caregiver
role, a participant stated,

It made me think if I am going to need outside help when
I am at work, and how I need to also make sure I have
time for me in all of this. I have to do this somewbhere in
all of that. (Participant 3)

This was followed by, “Maybe I need to do a schedule
like she has here,” in response to the question about other
roles and responsibilities. The caregivers anticipated and
sought out internal strengths and coping strategies to draw
upon when faced with the uncertainty about the stroke sur-
vivor’s recovery and future needs. Multiple participants
discussed drawing on spirituality and a positive attitude
to manage through the crisis, as illustrated here, “My faith
is all T have left. I need to trust that God will provide”
(Participant 11).

Caregivers described the challenge of identifying strat-
egies that might be necessary when the extent of the stroke
survivor’s recovery was not clear. Without clear prognostic
information, they perceived that they could not plan for the
future. However, the caregivers tried to identify a plan and
resources they might need (e.g., assistance with ADLs, home
modifications, a different car), despite uncertainty about the
prognosis. This is illustrated by a participant who stated,
The doctor told me this is the beginning of recovery. It
will take 2-3 months to get back to where he was...It
led me into what I will be doing with my life...I do not
want to lose patience with him...I need to take care of
myself; I need to use the people who will take care of
him. (Participant 8)

Anticipating Choices That Will Need to Be Made

Completing the PATH-s triggered the caregiver to contem-
plate the stroke survivor’s recovery and how recovery might
impact future choices. Participants reflected on the addi-
tional time the caregiver role would require and what was
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necessary to manage their lives given these new responsibil-
ities. They identified where they needed to obtain help from
others and what activities they may not be able to continue.

Anticipating the Need for Self-Care

The PATH-s also cued the caregivers to think about how their
own health affected their ability to sustain the caregiver role.
A participant stated, “I need to take care of me, so I can take
care of him” (Participant 8). Several referenced a prior inten-
tion to engage in behaviors (e.g., exercise, diet), to improve
their mental and emotional health. The PATH-s cued them
to revisit these plans. Participants noted they needed to keep
a positive attitude, stay centered mentally, and allow time
for activities they enjoy to bring their lives meaning.

Participants indicated feeling emotionally overwhelmed
and greatly affected by the crisis of stroke, as has been pre-
viously described (Camicia et al., 2018; Luker et al., 2017;
Lutz et al., 2017). Many were tearful at some point during
the interviews. Two participants (Participants 11 and 19)
became so distraught while completing the PATH-s that it
necessitated the researcher to stop the interview and provide
support. However, participants expressed deep appreciation
for the inquiry into their experiences and the attention to their
concerns and interest in understanding the contextual factors
as they approached the caregiver role. They verified that the
instrument described their experiences, as one participant stated,
“Thope I am asked about this (the overall survey) because
itis going to be a problem. I can envision those problems”
(Participant 9). This illustrates the caregiver’s desire to have
the support of a provider to help them sort out the issues
that are illuminated through an assessment using an instru-
ment such as the PATH-s.

Discussion

An assessment tool, such as the PATH-s, may serve as an
intervention to facilitate caregiver preparation. Completing
the PATH-s highlighted for caregivers the uncertainty inher-
ent in stroke recovery and the rehabilitation process and
provided a trigger for the stages of change, from precon-
templation to contemplation, preparation, and, in some cases,
action (Mishel, 1998). There was recognition that the uncer-
tainty may be resolved or it may be enduring.
Uncertainty is the inability to determine the meaning
of illness-related events and occurs in situations where the
decision-maker is unable to assign definite values to objects
and events and/or is unable to accurately predict outcomes
because sufficient cues are lacking (Mishel, 1998). It contrib-
utes to feelings of being overwhelmed and out of control and
may lead to caregiver strain and burden (Mishel, 1990). Un-
certainty about being prepared can trigger apprehension and
anxiety about the patient’s transition from the IRF to home.

M. Camicia et al.

Findings from this study support other literature identifying
stroke caregiver uncertainty during rehabilitation and post-
discharge (Lou, Carstensen, Jorgensen, & Nielsen, 2017).

This study also provides examples of how prognostic
uncertainty can burden caregivers as they prepare for the
caregiving role. Caregivers perceive that providers give arbi-
trary timelines, noting the variation in stroke recovery is
based on individual characteristics (“everyone is different”).
Participants in this study were given recovery timelines rang-
ing from 3 months to a year or more. There is an opportunity
for rehabilitation nurses to assess caregivers’ understand-
ing of stroke recovery and provide evidence-based educa-
tion on the trajectory of recovery, including evidence that,
although most functional gains occur in 3—6 months, func-
tional gains up to 3 years poststroke and beyond can be
achieved (Bunketorp-Kall, Lundgren-Nilsson, Nilsson, &
Blomstrand, 2018). Models to predict functional recovery
after stroke are being explored (van der Vliet et al., 2020);
however, further research is necessary to produce mean-
ingful prognostic tools. Providers must balance the need
for prognostic information and the caregiver’s desire for
certainty with the need for hope and the possibility of greater
functional recovery. Lou et al. (2017) identified the impor-
tance of hope as a personal characteristic and/or intentional
strategy that is a potentially beneficial coping strategy that
motivates and engages both stroke survivors and caregivers,
allowing positivity and optimism.

The PATH-s provides an opportunity for caregivers
to identify elements of uncertainty and think about compo-
nents of the caregiver role relevant to their lives that they may
not have otherwise considered. Rehabilitation nurses and
case managers may use this information to provide antic-
ipatory guidance to help caregivers process current and fu-
ture implications of fulfilling the caregiver role, potentially
minimizing uncertainty.

It is essential that rehabilitation nurses and other pro-
viders conduct ongoing assessments to determine caregiver
readiness so that evidence-based care management inter-
ventions can be tailored to their changing needs over time
(Cameron et al., 2016; Family Caregiver Alliance, 2012;
Lutz et al., 2017). For example, the Canadian Best Practice
Recommendations for Stroke Care (Cameron et al., 2016)
provides Level A evidence, including the recommendation
that caregivers should have their individual psychosocial and
support needs evaluated on a regular basis. The American
Heart Association's guidelines for adult stroke rehabilitation
and recovery (Winstein et al., 2016) recommend supporting
caregivers through education, training, counseling, and de-
velopment of a support structure and including caregivers
in treatment planning and decision-making (Level of Evi-
dence: TA). The PATH-s provides a means for addressing
these recommendations.
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Key Practice Points

e Anticipating and recognizing the needs and concerns of stroke
caregivers are an important competency of rehabilitation
nurses. Using validated tools to assess caregivers'
understanding of stroke recovery and the caregiving role and
addressing gaps in understanding through evidence-based
education and training are a critical component of
rehabilitation nursing care.

e The PATH-s may be used to assess the needs of family
caregivers to address uncertainty, providing anticipatory
guidance and assisting with planning to prepare
caregivers for the transition to home.

e The PATH-s may illuminate the need to develop education
programs to address the uncertainty caregivers face and
identify strategies to assist with anticipating the transition
to home.

Limitations

The current study was exploratory in nature, and because
of the specificity of participant selection methods and sam-
ple size, the findings may not be transferable to caregivers
at other IRFs. Further research in other settings and with
an expanded sample could help establish replicability and
applicability of these findings beyond the caregivers of stroke
patients admitted to the IRF under study.

Conclusion

Caregivers play a fundamental role in a patient’s ability to
return home following a stroke. The administration of the
PATH-s instrument provoked the identification and discus-
sion of specific sources of uncertainty and anticipation of
key items to inform the plan of care for the transition from
IRF to home for stroke survivors and their caregivers. The
contemplation initiated by the PATH-s enabled the care-
givers to begin to break down the uncertainty into concrete
components assisting with preparation for the caregiver
role, cueing them to action to develop a plan for the tran-
sition to home. An instrument such as the PATH-s may be
used by rehabilitation nurses to identify gaps in stroke care-
giver preparation, thus enabling provision of anticipatory
guidance as caregivers approach the complex transition
from IRF to home. This expanded knowledge of uncertainties
and discharge anticipations can assist with the education and
planning for both caregivers and stroke survivors toward
optimizing recovery and for rehabilitation and improving
quality of life.
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