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Summary

The purposes of this study are to develop a conceptual framework of difficulties cerebral
vascular patients and their family caregivers face in their daily life after discharge from the
hospital and to provide a theoretical proposition to be verified with the Case Study Research (Yin,
1994) approach. The subjects were 10 caregivers of the cerebral vascular patients (7 females and 3
males), the average age of whom was 59.0 (SD=9.8). The interviews were given with semi
constitutive questionnaires. The questions were organized around difficulties in home care and data
was collected and analyzed qualitatively. The seven concepts thus extracted were: difficulties for
the patients; difficulties for the caregivers; caregiver's coping strategies; shift of awareness;
The

framework was structured with these concepts and the difficulties were estimated to reduce or

information; environmental factors; and change in patients and caregivers' difficulties.
expand depending on the three coping strategies of the caregivers. The theoretical proposition to

be verified was: If caregivers use coping strategy 1 (observation-plan-trial-confirmation), the

difficulties may be reduced.
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Introduction

Cerebral vascular disease is one of the diseases
life of the
patients'’ . The cerebral vascular disorders produce

most seriously affecting the daily

different levels of functional impairment depending
on the lesion, affecting recovery differently. The
patients are usually discharged from the hospital
The

patients and the family caregivers then suffer from

after acute treatment and rehabilitation.

2)—-4) Care

confusion and conflicts in their daily life
of the with higher

dysfunctions is often left in the hands of the

patients level of brain

caregivers who cannot but make trials and errors
5)—6)
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It is necessary to design a system of support,
which can flexibly take care of many changes in
the care situation as well as disease conditions.
Such a support system is indispensable in assisting
patients and families to reorganize their daily lives.
Designing such systems requires identification of
confusion specific to cerebral vascular diseases and
difficulties patients and families face, as well as
development of intervention adequate for each care
situation. Wallhagen reports that personal demands
are perceived as more difficult than task demands
and are associated to a greater extent with caregiver
life satisfaction and depression”. Caregivers for
patients with higher brain disorders felt a sever
psychological burden, in communication in a care
setting®.

Interest in care provision was increased in the

1990’s and various factors influencing caregivers



were identified. In the field of home care, a large
database concerning needs and problems of the
clients was constructed. Verification of the database,
however,
effectiveness
measures. It is also found that there is little
theoretical background in this field®’™. The author
reached the conclusion that a conceptual framework

limitation in generalizing service

applicable to complicated home care conditions and
theoretical proposition is needed to verify the

effectiveness of intervention.

Research Design

It is very important to design how to measure
difficulties patients and caregivers face at home
after discharge from hospitals. It is also necessary
to take the followings into consideration: a) There
is a limit in supporting cerebral vascular disease
their
support of both patients and caregivers; b) There is

patients alone, since disabilities require
no clear definition of difficulties, which are critical
variables in the process of care and c¢) Difficulties
change as disease states change and it is critical to
take

consideration in designing the study.

change of care and disease states into

In this study, Case Study Research proposed by
Yin (1994)" is considered appropriate as the research
strategy, because the researcher can barely control

the subjects’ behaviors‘ and should focus on present

has rarely been done and there is a -

events rather than historical events. Home care is
too complicated an environment to take survey
strategy or to conduct an experimental study. The
research strategy the author took was to describe
the real context of interventions which explains
causative relationships.

Figure 1 shows the structure of Case Study
Research. The first step is theory development. In
the process of design and data collection, it is
important to select cases and  to define specific
should be

proposed based on the previous findings. Then, it

measures. Theoretical proposition
should be verified. These two steps can modify the
existing theory into a new one.

In this study,

conceptual

the author reports how the
framework was developed and the
theoretical proposition could be proposed, since
there had been no effective theoretical frameworks
available for home care. The overall structure
including theory verification was designed using

Case Study Research.

Research Purpose

The conceptual framework of difficulties cerebral
their
caregivers face in their daily life after discharge

vascular disease patients and family

was to be developed and the theoretical proposition
to be verified with the Case Study Research (Yin,
1994) approach was to be proposed.
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Figure 1

Case Study Method



Method

To design a conceptual framework of difficulties,
those in daily life were identified through interviews
with emphasis upon activities of daily living of
both patients and their caregivers.

a) Case selection

Family caregivers had been caring at home for
patients diagnosed as having been damaged by
their first cerebral vascular attack .

b) Data collection

Data was collected by interviews. Most of the
interviews were conducted in the researcher’s
office because many family members preferred
the office to their own homes. Each interview
lasted between one and two hours and was tape
recorded. The broad data-gathering question was
used to start the open-ended interview; “Tell me
what it has been like living with the patient,
what has been your burden in taking care of
him/her, what has changed your mind and what
helps you with your task?”

The researcher informed the patients and their
family caregivers of the purpose to receive consent
in participation. The patients and the family
caregivers were assured of their right to abstain
without prejudice from offering information if
they so wished. It was also confirmed that full
anonymity was maintained to protect their

Health promotion

Prevention

~ Communication )

Movemen

Figure 2

“Health control )
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privacy.
c) Data analysis

Data was analyzed qualitatively. Open coding
was used for initial analysis of the transcribed
data and initial categories were adjusted based
on subsequent interviews. The analysis resulted
in selecting subsequent informants. Data was
then refined by merging data into smaller sets of
higher level concepts fitting the emerging theory.
Concurrent coding and analysis was continued
until unique categories no longer appeared in the
data.

The process of analysis described above was
reviewed by three researchers of home care
nursing and was supervised by the researcher of
qualitative study to improve the study reliability.

Results

Seven female and three male caregivers participated
in the study. Their average age was 59.0 (SD=9.8)
and the average duration of care-giving was 6.7
years (3-9, SD=4.5).

Findings suggested that the core process can be
described as: difficulties through trials and errors
of living with a stroke patient. Seven categories
were extracted and used to build the theoretical
framework: difficulties for the patients; difficulties
for the caregivers; caregiver’s coping strategies;
shift of awareness; information; environmental

Leisure activities

Going to the toilet

Eating meals

Washing / Changing clothes

Sitting on the bed / wheelchair

Getting out of bed without assistance

Difficulties in daily lives for patients



factors; and change in difficulties patients and wash his/her face and to change clothes even if

caregivers face. he/she had no paralysis(Case 8). Common activities

a) Difficulties in daily life for patients such as “getting out of bed without assistance”,

Difficultiés in daily life for patients can be
structured as those caused by sensory impairment,
motor Impairment and cognitive Impairment.
Difficulties in daily living were classified based
upon the verbal description of the caregivers.
Nine items were identified; “getting out of bed
without assistance”, ' “sitting on the bed

9 ¢

/wheelchair”, “washing/changing clothes”,“eating
meals”,“going to the toilet”, “taking a bath”,
“leisure activities”, “health promotion” and
“prevention” (Figure 2).

“The patient can not turn in the bed; he/she
insists that they sit straight even when leaning
or bending,” are the phrases we often hear from
the caregivers. Though the patient could sit, it
was difficult for the person to keep postural
balance (Case 5). When the patient has agnosia of
the left side of .the body, “the person cannot
recognize that the left side is not functioning
and he says I am in his way.” Attention
problems in addition to indifference to. the left
side of the body made the person put his left
arm in the back when making turns or unaware
that his left arm was pressed against his back
when lying on the bed (Case 3). Cognitive
impairment made it difficult for the patient to

About patient’s
disease / dysfunction -

About future prospects

Figure 3

“sitting on the bed/wheelchair” “washing/
changing clothes” were grouped as “Movement”.

Frontal lobe symptoms caused by subarachnoid
hemorrhage and such, left hemispheric paralyses
such as aphasia, apraxia paralysis and ataxia,
caused difficulty for the patients in“eating meals”.
“They cannot recognize how much and how fast
they eat and they just continue eating”.
Quantitative and speed balance of eating was not
functioning properly (Cases 1 and 8). Excretion is
another important activity in maintaining life. It
requires a combination of different actions. Many
patients presented dysfunction .in elimination.
When 'a patient had additional cognitive
impairment, he might wander in the vyard,
saying “I am going to the toilet”. He remembered
that the toilet was outside the house when he
was a child.“taking a bath” and “leisure activities”
strongly reflect the patients’ intention, will, wish
and expectation. These behaviors require
acquisition of the aforementioned activities -of

. “getting out.of bed unaided”, “sitting on the
-bed/wheelchair” -and “washing/changing clothes”.

The . behaviors affected by the acquisition of
“Movement” were grouped. as “Activities”.
Problems in “communication” were more promi-

Mental fatigue

¢ Physical fatigue

Trial and error

| Zhow to aid patient’s in daily lives

*Getting out of bed without assistance
«Sitting on the bed / wheelchair
*Washing / Changing clothes

»Eating meals

*Going to the tolet

- Taking a bath

- Leisure activities

*Health control

*Communication

Difficulties in daily lives for caregivers



Trial and error

#/ Change in patients an
Laregivers difficultie

2

trate,

W IMEFE#HFSE  Vol. 8 No. 1 June 2004

* Observation-plan-trial-confirmation

Strategy

*Having no idea of how to handle their own
high expectations for the recovery of the patient

3

*Handling based on their experiences
*Poor handling with one’s own style

The difficulty which can

be coped with and solved

The difficulty which is persistent
The difficulty which is hidden

Figure 4 Caregiver’s coping strategies

the with
impairment. “When I said I would like to go to

nent among patients cognitive
the post office, the patient could not understand
what a post office was”(Cases 1, 5 and 7). The
patients could not communicate their will and/or
emotions. Lack of understanding of their own
disorders made it difficult for them to protect
their health and to avoid accidents. Functional
attributable
vascular lesions was another cause of difficulty.
Difficulties life
interactions among “Activities” directly affected

“Health

impairment to specific cerebral

in daily for patients were

by “Movement”, “Communication” and
control”.
b) Difficulties in daily life for caregivers
Caregivers’ difficulties lie in aiding patients in
their daily life. Caregivers are especially confused
when the patients are discharged from the
hospitals and when they have no ideas how to
take care of them. They start giving care to
patients through “trials and errors”. At the same
time, caregivers are always concerned about
“relapse” (Case 7) and worry about some accidents
(Case 9).

disease/dysfunction” and “future prospects” (Case

Their anxieties centered on “patients’

2). Most of the caregivers had to spend almost
all day taking care of the patients with such
“Anxieties”. “It was the most awful for me that
I had to take care of the patient all day” (Case
2), and “I felt tired when I was with the patient”

(Case 1) are common comments made by family

caregivers. “Care burden” composed of “mental

fatigue”, “physical fatigue” and “Anxiety” were

interacting with daily “Trial and error” efforts

(Figure 3). ;
¢) Caregiver’s coping strategy and change in
patient’s and caregiver’s difficulties.

There are three major coping strategies of the
caregivers in the process of trials and errors
(Figure 4).

1. Observation-plan-trial-confirmation

2.Having no idea of how to handle their own
high expectation for the recovery of the
patient

3.Handling based on experiences and poor

handling with one’s own style
To develop 'Observation-plan-trial-confirmation’
and errors”, it was

strategy from “Trials

essential to have specific information of the
functional level of the patient and practical
information useful in daily life. When a caregiver
acquires this coping strategy, the caregiver could
evaluate and confirm the effectiveness of his/her
own care and became more flexible. Examples of
“difficulty in coping and solving” contained
many specific methods of care. For instance, in
stability of the

patient, “it is necessary for you to look at the

order to maintain postural

patient (posture) critically. Put his feet front,
hands far back and his head low. You have to



Patient’s disease / dysfunction

Caring methods fitting individual
patient’s constitutions

Economic problems
Service resources,

An understanding of
possible future problems

Acceptance of

the patient’s disability

Changing one’s beliefs
in patient’s caring

Mental / Physical Support
(informal support)

Figure 5 Shift of awareness, information, environmental factors

try it yourself”(Case 2).The caregivers then became
confident in their care. Change in the caregiver’s
attitudes coincided with the patient’s reacquisition
of activities of daily living. “persistent difficulty”
reflects a vicious cycle that the more care
level of the
patient and to the ability of the caregiver was

inappropriate. to the functional

given, the greater the difficulty became both for
the patient and the caregiver. “hidden difficulty”
was when the caregiver established the practice
he/she
tended to force the patient to do excessive

of care only satisfactory to him/her,

exercise, leading to damage of healthy side and
making latent difficulties bigger. “difficulty in
coping and solving”, “persistent difficulty” and
“hidden difficulty” were grouped as “Change in
difficulties for patients and caregivers”.

d) Shift of awareness

Subordinate items of “Shift of awareness” are
“acceptance of patients’ disability” and “change in
one’s belief in patient care”. The process in which
a caregiver develops individualized and effective
strategies of care through trials and errors is
the process in which he/she accepts the functional
state of the patient. In this process, the caregivers
learned to accept even very minor changes in the
level of the patients’ functions. Such subtle changes
will help a caregiver solve difficulties and find
meaning in care giving. Shift of awareness affects
the positive attitudes toward care. The ways

caregivers receive information and select coping
strategies affect if the difficulties reduce or expand.
Conversely, the difficulties reduce or expand the

abilities of caregivers in receiving information and

- selecting coping strategies. “Shift of awareness”

promotes caregivers effort in problem solving.
“Environmental factors” influence the care process
(Figure 5).
Information and environmental factors
Subordinate items of “Information” are “care
methods fitting individual patient’s constitutions”,
“patient’s disease/dysfunction”, and “anticipating
future problems”. Information on “patient’s disease
/dysfunction” is often limited to the description of
functional impairment, leaving caregivers
uncertain how to cope with the problems in daily
life.

constitutions is effective and guides caregivers in

Information fitting individual patient’s
finding coping strategies. What caregivers need
most are the pieces of information to find
prospects for the future life of both the caregiver
and the patient.

Subordinate items of “Environmental factors”
are “economic problems”, “service resources” and“
mental/physical support (informal support)”.
Economic environmental factors directly affect
“Caregiver’s coping strategy” and “Shift of aware-
ness”. “economic problems” and collaboration with
medical institutions, which is one of the “service
important. Whether

resources,” are especially
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Figure 6 Conceptual framework

patients can live successfully at home or not

depends on the above environmental factors.
Many patients with cerebral vascular diseases

live at home with functional impairments, which
are the major causes of difficulties in daily
living. Such difficulties change as time passes
and develop into solved and unsolved difficulties.
Many factors including information induce these
changes. There are three major coping strategies
of the caregivers. The ways caregivers receive
information and select coping strategies affect if
the difficulties reduce or grow. As the caregivers
learn more effective methods of care, they come
to accept the disability and impairment of the

. patients. This process is called “Awareness shift”;

it promotes caregivers’ efforts for problem

solving (Figure 6).

Three theoretical propositions were derived

from the data and analyses of stage 1:

1. If caregivers use coping strategy 1 (observation-
plan-trial-confirmation), the difficulties may be
reduced.

2.If caregivers’ expectations are higher than the
ability of the patients, the difficulties may
expand (strategy 2), and

3.If caregivers continue to use coping strategy 3
(handling based on the experiences, and poor
handling with one’s own style), the difficulties

may grow.

Discussion

a) Difficulties for patients/caregivers in daily life
and caregivers coping strategies
Difficulties for patients in daily . life include
“getting out of bed without assistance”, “sitting on
the bed/wheelchair”,

“eating meals”, “going to the toilet”, “taking a

“washing/changing clothes,

bath”, “leisure activities”, “health promotion” and
“prevention”. The higher concepts, “Movement”,
“Activity”, “Health control” and
interact

daily life.
daily

“Communication”
creating difficulties for patients in their
Observation of patients’ behaviors in
the author to identify
difficulties the caregivers face. Difficulties for
caregivers in daily life may reduce or expand

living helped

depending on their coping strategies starting with
“Trials and errors”.

One of the problems in developing effective home
nursing intervention for patients and caregivers is
to identify who is to be targeted. Who needs
support most or who is most benefited by the
It is difficult to
verify the effectiveness of the intervention without

support should be identified"™.

identifying who is the subject. In the previous
theory where both patients and caregivers are
targeted, a concept dealing with their interaction is

¥ focused on the family

required. Evans et al.
function for family interaction and showed it was

necessary that problem solving should effectively



support families taking care of patients. Another

study on elderly people and their -caregivers

reported that subjective sense of burden and
quality of care by caregivers change in the process
16)

of interaction between caregivers and patients

There are three subordinate strategies under
“Trials and errors”, which may affect difficulties of
both patients and caregivers. The factors affecting
“Caregiver’'s coping strategy” include concepts of
“Information”, “Environmental factors” and “Shift
of awareness”. In this study, the author observed
coping strategies for difficulties of caregivers so
that difficulties are handled as a concept changing
over the time. Many report anxiety and care
burden as predictors'™. Difficulties can be understood
not only as the negative components of anxiety,
care burden and depression which are often used as
outcome measure of the caregivers’ adaptation but
also as something that caregivers can cope with
and solve. When difficulty is reduced, caregivers
can accept their role in a positive way. Since
difficulties be -
satisfaction and depression of caregivers, difficulty

can explained with subjective
is balanced between positive and negative aspects
on the time axis. As a coping strategy selected by
a caregiver may reduce or expand difficulties, we
can design and develop nursing support to reduce
the difficulty a caregiver is facing. It is important
that the timing and content of risk management
should match the disability and impairment of the
patient, and that a psycho-educational support
system be utilized”. Provision of knowledge and
information on impairment and disability caused by
so that
caregivers can understand the significance of their

cerebrovascular = diseases 1is necessary

care and cope positively, and provision of
knowledge about the disorder and disability so that
caregivers can understand their role objectively and
have a future outlook™ ®,

b) Theoretical framework and proposition

Difficulties for patients/caregivers can be analyzed
with activities of daily living and be handled as
indices of change in difficulties by coping strategies.
This process helps clearly define difficulties as
observable indices.

Difficulties of the patients and their family
caregivers after being discharged from the hospital
may reduce or expand depending on the coping
strategies of the caregivers at home. The most

frequently observed coping strategy at home was

The
strategy

“observation-plan-trial-confirmation”. second

most frequently observed coping is
blockage of information due to caregiver’s excessive
expectation of the patient’s ability. The third
strategy 1s the lack of effective utilization of
information by the caregivers, leading to continued
difficulties. this difficulties

narrowly defined as difficulties in daily activities

In study, were
which were observed to reduce or expand depending
on the caregiver's coping strategy. The difficulties
here are not identical to disabilities or unsolvable
problems.

First,

. In this theory

What are components of a . theory?
theories comprise a set of concepts®
seven categories were extracted and used to build
for the

patients; difficulties for the caregivers; caregiver’s

the theoretical framework: difficulties

coping strategies; shift of awareness; information;

environmental factors; and change in difficulties

patients and caregivers face. Second, theories

comprise a set of statements or propositions, each
of which

21)

indicates a relationship among the
concepts®. Difficulties ‘for the patients and their
caregivers change as time passes and develop into
The

caregivers receive information and select coping

solved and unsolved - difficulties. ways
strategies affect if the difficulties reduce or grow.
Third,

interrelated deductive system. This means that the

the propositions must form. a logically

theory must provide a mechanism for logically
arriving at new statements from the original
propositions®.  In this "theory patients and their

caregivers’ difficulties change as time passes,
reducing or expanding. One of the factors causing
change in the care process 1is information.

Information affects the caregiver’s selection of care
behaviors. In the process of developing an evidence-
based effective care method, the caregivers also
acquire basic understandings and methods of care
appropriate to the patient. It is important for the
caregivers to earn the coping strategy of “observation
-plan-trial-confirmation” (strategy 1) for difficulties
they face in their daily lives so that the process of
care is established. Incorporation of information
and selection of coping strategy by the caregivers
affect reduction or escalation of difficulties of both

patients and caregivers.

The task for theoretical verification

For theoretical verification, the next step of Case



Study Research, cases should be selected in a

controlled manner. The conditions in selecting

functional level of patients, the scope of care

of the
environmental factors as collaboration with health

capacity families as well as such

care institutions, service functions, economic
problems and acceptance of disability by the

caregivers should be controlled.
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