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Abstract

The purpose of this study was to clarify the structure of home-based nursing
care provided by family members responsible for dialysis patients requiring nursing
care from the viewpoint of nursing care conditions, caregiver awareness, and the
influence of care on the lives of family caregivers. The subjects of this study were
22 family caregivers in Ishikawa Prefecture responsible for dialysis outpatients
requiring nursing care receiving treatment at 10 dialysis centers. Semi-structured
interviews were carried out and analyzed by the Modified Grounded Theory
Approach (M-GTA). As a result, we extracted 18 concept names and nine
categories. Three stages were found in the nursing care process; namely,
(commitment to dialysis nursing care), {organizing a nursing care system/ learning
the points of treatment), {adjusting to nursing care and lifestyle), and these stages
were categorized as the process of learning home-based nursing care. Caregivers
always concentrated on (providing nursing care considering the patient’s limited
life expectancy)), which was central to the stage of (organizing a nursing care
system/ learning the points of treatment) and influenced approaches to nursing
care, which consisted of a (shift of lifestyle), (adjustment of lifestyle in accordance
with the dialysis schedule), and {learning the points of dialysis nursing care).
Results suggested the necessity of developing nursing care methods in accordance
with the stages of the learning process in order to enable family caregivers
responsible for dialysis patients requiring nursing care to provide continual support
that fits comfortably into their family life.

Key words
Dialysis patients requiring nursing care, Elderly dialysis patients, Family caregivers,

Home-based nursing care, Process of learning nursing care

Introduction
1. Current condition of dialysis patients

requiring nursing care in Japan

The increased use of dialysis in elderly patients
in Japan has significantly increased the average
life expectancy of these patients, and the number
of elderly dialysis patients has been growing.
However, various social issues relating to elderly
dialysis patients have been identified, including a

lowering of the activity of daily living (ADL),
sensory organ and gait disorders, and care for
patients who have difficulty going to hospitals due
to complications that arise after the initiation of
dialysis”. Furthermore, elderly dialysis patients
also undergo mental and psychological changes
along with aging and the lowering of physical
ability. It is reported that physical and social
conditions caused by the initiation of dialysis
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including a sense of loss and limitations on daily
activity are related to organic brain damage®.
The Japanese Society for Dialysis Therapy”
carried out a survey on the granting of nursing
care insurance to dialysis patients in 2002 after the
implementation of nursing care insurance;

however, there have been no surveys targeting
the lifestyle of dialysis patients requiring nursing

care until now.

2. Condition of dialysis patients requiring

nursing care in Ishikawa Prefecture

The authors carried out a survey on the
condition of dialysis patients requiring nursing
care in Ishikawa Prefecture in 2006”. The dialysis
patients requiring nursing care targeted by this
survey are defined as individuals certified as
requiring nursing care and those who require
nursing care by family members for assistance
related to dialysis therapy. There are 40 dialysis
treatment centers in Ishikawa Prefecture. The
prefecture was separated into four healthcare and
welfare blocks for this survey due to differences in
healthcare conditions between urban areas and
rural areas. As a result, each block showed that
114 to 19.1% of the total number of dialysis
patients had impaired migration, and 5-10%
exhibited symptoms of dementia/ communication
disorders. A total of 81.0 to 90.5% of the patients
were receiving outpatient care. Less than 2 % of
the patients were visiting dialysis centers from
other facilities, including medical facilities. Among
outpatients, 10.8 to 28.2% received assistance from
family members for hospital visits. The survey
revealed that it is difficult for facilities other than
dialysis centers to treat dialysis patients in
Ishikawa Prefecture, forcing many dialysis patients
requiring nursing care and patients with functional
disorders to utilize home-care services and family
support transportation to and from specialized
dialysis centers for treatment.

3. Review of documents concerning family
members responsible for dialysis patients
requiring nursing care.

Dialysis patients require continuous monitoring

of their medical condition in accordance with
treatment protocol, including dietary management,
for the care of impaired renal function in addition
to the need for ongoing outpatient treatment that
takes place twice to three times weekly. Such
tasks are normally assigned to individual patients
as self-care related to dialysis treatment. When
dialysis patients develop conditions requiring nursing
care, that is, when patients find it increasingly
difficult to carrying out tasks related to self-care,
it is impossible for them to continue dialysis
treatment without family involvement. Strauss®
asked, “What happens in the home is mostly over
the horizon, is partly or completely invisible to
physicians and other health personnel. ... The
illness impact on the family (especially the spouse
or parent) is often the key factor in how successful
is trajectory management.” It is considered to be
of significant importance for healthcare professionals
to clarify the tasks to be carried out by family
members responsible for patients receiving home-
based nursing care.

Some longitudinal studies have been carried out,
including a study on the structuring of nursing
care ability of family caregivers for patients with
dementia and the clarification of levels of
capability”, research on nursing care experience
from the viewpoint of career development and role
acquisition based on the idea of adjustment and

8. a clarification of a general outline

10)

development
of nursing care for cerebrovascular disease”, and
a clarification of the learning stages of nursing care
experience'.

There is insufficient research on the families of
dialysis patients, and no methodology to support
such families has as yet been established.
Watanabe et al'? examined family stress in
coping with dialysis and examined support for
families. Hiramatsu and Mizutsuki'” described
the meaning of support as end stage to cope with
the concerns of families of elderly dialysis patients
dependent on medical care. In consideration of
the above, family members responsible for patients
requiring nursing care develop nursing care
abilities through the continual experience of

nursing care. Furthermore, while the family
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members of dialysis patients receiving life-
prolonging treatment due to dependence on
medical care were required to provide continual
nursing care related to treatment as well as daily
physical care, procedures for such care have not
yet been clarified.

4. Purpose and meaning of this study

The purpose of this study was to clarify the
structure of nursing care provided by family
members responsible for dialysis patients requiring
nursing care in the context of their continual home-
based care and from the viewpoint of nursing care
conditions, caregiver awareness, and the influence
Such
clarification makes it possible to indicate care

of care on the lives of family caregivers.

models for dialysis patients who require nursing
care and who receive home-based. It also con-

tributes to the development of family support.

Method
1. Subjects

The subjects of this study were 22 caregivers at
10 dialysis centers in Ishikawa Prefecture. Subject
background is shown in Table 1.

Dialysis patients developed conditions requiring
nursing or had existing conditions requiring
nursing care at the time dialysis was initiated.
Conditions requiring nursing care included gait
disorder, complications of diabetes, cerebrovascular

disease and dementia. Such conditions made it

Table 1. Subject outline

difficult for patients to carry out the self-care
required for their dialysis treatment.

The authors explained the purpose of this study
to the persons in charge of nursing care at each
dialysis center prior to a preliminary survey and
asked their cooperation in selecting interview
candidates. The condition for inclusion was that
the participant be a family member responsible for
dialysis patients requiring nursing care (hereinafter
referred to as “caregiver”) living with and caring
for the patient.

2. Data collection

Interviews were carried out between August,
2006 and May, 2007.
structured and carried out following the interview

The interview was semi-

guide. The content of the interview included items
related to the course between the initiation of
dialysis and the present condition; the reasons for
initiating nursing care and the procedures that
were followed; the content, difficulties and evolution
of nursing care; and the influence of nursing care
on the life of the caregiver. Subjects were free to
answer as they deemed appropriate.

The contents of the interviews were recorded
on tape, and observations were entered in a field
notebook. Seventeen subjects were interviewed
once, four were interviewed twice, and one subject
The length of the

interviews was between 40 and 160 minutes.

was interviewed four times.

Dialysis patients requiring nursing care

Period of time for
home-based
nursing care

History of dialysis

Patient’s degree of
care need

Family caregivers
Complications
. . (including
Age Gender | Relationship Age overlapping
diseases)
Individuals in e Between 60 - .
their 30's: 1 Wife: 9 and 69: 5 Gait disorder: 6
Individuals in i . - | Between 70 Complication
their 40’s; 1 | Male: 3 |Daughter: 5 . /74’ ¢ of diabetes: 6
Individuals in | Female |Daughter- Between 80 Cerebrovascular
their 50’s: 7 219 in-law: 5 and 89: 10 disease: 4
Individuals in Son: 2 90 or older: 1 Dementia: 8
their 60’s: 9 : : :
Individuals in i (Average: 77.6
their 70’s: 4 Husband: 1 years of age)

Less than 1 year: 4
1 year or more—
less than 3 years: 2

3 year or more—
less than b years: 9

5 year or more—
less than 10 years:
4

10 years or more:

Less than 1 year: 3
1 year or more—
less than 3 years: 4

3 year or more—
less than b years: 4

b year or more—
less than 10 years:
6

10 years or more:

Patients at 1st degree
of care need: 4

Patients at 2nd degree
of care need: b

Patients at 3rd degree
of care need: 4

Patients at 4th degree
of care need: 2

Patients at bth degree
of care need: 2

Patients without care
need certification: 4

Unknown: 1




Kazumi Hayashi, et al.

3. Data analysis

Data analysis was carried out in compliance with
the Modified Grounded Theory Approach (M-
GTA)*™® propounded by Kinoshita. First, we
created a verbatim record based on the recordings
of interviews and written observations. In the
creation of the verbatim record, we focused on
content that revealed the nursing care provided,
the degree of awareness expressed by caregivers,
and nursing care that seemed to influence the
caregivers’ lives to create definitions. We summarized
the content of the definitions to derive concept
names. We created worksheets by thoroughly
reading each case to identify concept names,
definitions, examples and theoretical descriptions.
When creating worksheets, we confirmed that
similar examples of cases did not exist in other areas
of the subject’s data or in other subjects’ data.
Contrasting phenomena were examined when
found. By the comparison of similarities and the
contrast of differences, we confirmed that concept
names and definitions matched the data, and noted
the theoretical descriptions that were revealed.

We also examined categories and category
relationships to clarify structures related to the

learning of nursing care for dialysis patients requiring
nursing care. In order to monitor the validity of
data analysis, instructors provided continual
supervision of the analyses being carried out.

4. Ethical considerations

After a thorough verbal and written explanation of
the purpose of this study to the persons in charge
of nursing care at each dialysis center, we asked
their cooperation in selecting interview candidates.
The authors provided a verbal and written
explanation of the purpose of this study and ethical
considerations to interview candidates introduced
by the persons in charge of dialysis nursing care.
Interviews were carried out after obtaining
consent. This study was reviewed and approved
by the Medical Ethics Committee, Kanazawa
University Graduate School of Medical Science.

Results

1. The process of learning home-based nursing
care experienced by family caregivers
responsible for dialysis patients requiring
nursing care (Fig.1)
We extracted 18 concept names and nine

(Commitment to dialysis nursing care) I:> (Organizing a nursing care system/ learning the points of treatment) I:> (Adjusting to nursing care and lifestyle)

{Commitment to dialysis nursing care)
(Determination to give dialysis nursing care)
(Putting oneself second)
(Trying one’s best)

(Adjusting the schedule to the dialysis schedule)

{Shift of lifestyle)
(Lifestyle based on the dialysis center)
(Reducing workload to carry out the role of nursing care)
(Measures for financial burdens)
(Securing two or more supporters)

{Providing nursing care considering the patient's limited life expectancy)
(Understanding the meaning of relaxing restrictions related to dialysis in
consideration of the patient's limited life expectancy)
(Nursing care for a limited time)

(Adjustment of lifestyle in accordance with the dialysis schedule)

\\. (Spending time to adjust the schedule to the dialysis schedule

(Settling of lifestyle patterns)
(Interlocking lifestyle and work)
(Finding ways to relax)
(Securing rest breaks)

{Leaming the points of dialysis nursing care)
(Leaning diet management)

(Adjustment of bowel movements in accordance with
dialysis treatments)

Fig. 1 The process of learning home-based nursing care experienced by family caregivers responsible for dialysis patients requiring nursing care

() Category

{) Core-category <«—» Categories interacting with each other

() Concept

:> Flow of the nursing care process
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categories. An overview of the processes follows:
Concept names are indicated by ( ), definitions
are indicated by { |, category names are indicated
by ( ), and core-categories are indicated by { )
within sentences.

Three stages were found in the nursing care
process; namely, (commitment to dialysis nursing
care), {organizing a nursing care system/ learning
the points of treatment), {adjusting to nursing
care and lifestyle). Through these stages,
caregivers learned effective approaches through
experience; therefore, we categorized these stages
as the process of learning home-based nursing
care.

The beginning of the stages described above
was the point at which caregivers began their
{(commitment to dialysis nursing care) due to the
development of conditions in the patient that
require nursing care; therefore, this stage was so
designated. In the next stage, (organizing a
nursing care system/ learning the points of
treatment), caregiver efforts were divided into
four components; namely, {providing nursing care
considering the patient’s limited life expectancy),
(shift of lifestyle), (adjustment of lifestyle in
accordance with the dialysis schedule), and
(learning the points of dialysis nursing care). The
activity in these categories took place in a
concurrent or complex manner depending on each
family’ s situation. Caregivers always concentrated
on {providing nursing care considering the
patient’s limited life expectancy), which was
central to these four categories and influenced
approaches to nursing care, which consisted of a
(shift of lifestyle), (adjustment of lifestyle in
accordance with the dialysis schedule), and
(learning the points of dialysis nursing care).
Finally, the process entered the stage of {adjusting
to nursing care and life), and showed a (settling of
lifestyle patterns). Caregivers in this stage,
however, maintained an awareness of (feeling

difficulty in the role of caregiver).

2. Explanation of the extracted categories
and concepts (Table 2-1, 2-2)
1) {Commitment to dialysis nursing care):

(Determination to give dialysis nursing care),
(Putting oneself second), (Trying one’s best)
All caregivers in this study started nursing care

or increased their commitment to nursing care to a

higher degree than before from the time they

began assisting with hospital visits due to the
development of conditions requiring nursing care
in the patient. This included three concepts.

(Determination to give dialysis nursing care)
was defined as the caregiver’s {decision to make a
deeper commitment due to the impossibility of
responding to the situation with the assistance and
commitment up to the present}. It was found that
this was accomplished by (putting oneself second)
and (trying one’s best), once the commitment to
nursing care was made. (Putting oneself second)
was based on {feeling the need to give priority to
the patient in providing nursing care}, and (trying
one's best) was based on {feeling the need to
provide nursing care as much as possible while not
being sure how much support could be given to
patients}. Both show the responsibility individuals
felt in their role as caregivers; however, the
former perceives the role of nursing care as things
to do/ things that have to be done, and the latter
perceives the role of nursing care as providing
nursing care because it can be provided or
providing nursing care as much as possible.

2) (Providing nursing care considering the patient’s
limited life expectancy): (Understanding the
meaning of relaxing restrictions related to
dialysis in consideration of the patient’s limited
life expectancy), (Nursing care for a limited time)
(Providing nursing care considering the patient’s

limited life expectancy) were perceived as approaches

to providing dialysis nursing care in consideration
of the patient’s limited life expectancy, and
designated as a core-category in the stage of

(organizing a nursing care system/ learning the

points of treatment).

The category of (providing nursing care
considering the patient’s limited life expectancy)
included two concepts: (Understanding the
meaning of relaxing restrictions related to dialysis
in consideration of the patient’s limited life

expectancy), which means {caregivers understanding
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Table 2-1. List of concepts and categories

Category Concept nhame Definition Example
Caregiver's decision to | * My mother gradually became weaker, and we were asked by the
make a deeper hospital to take care of her. | had been working until that time, so my

Commitment
to dialysis
nursing care

Determination
to give dialysis
nursing care

commitment due to the
impossibility of
responding to
situation with
assistance and
commitment up to the
present

the
the

husband took her to the hospital in the morning before he went to
work, and | went to pick her up during my lunch break. So my situation
became stressful and | became restless. When | went back to work and
people mentioned that it was very busy, | felt bad about being gone
during lunch. | was also exhausted at night, and my daughter even
mentioned to my husband, “Dad, mom will be sick if she keeps doing
this.” The following year, | quit work. The doctor told us that my
mother may not live long. My mother helped me to take care of my
children very well, so that | decided to show my gratitude by returning
her care. (Three other similar cases)

Putting oneself
second

Feeling the need to give
priority to the patient in
providing nursing care

Our family life revolves around dialysis. *cut® This is not something we
are made to do, but something we should do because a member of our
family is ill and it is a matter of course to take care of our kin. If we
feel that we cannot do this all by ourselves, we can ask the hospital for
help. (Two other similar cases)

Trying one’ s best

Feeling the need to
provide nursing care as
much as possible while
not being sure how much
support could be given to
patients

| really would like to do whatever | can. My mother-in-law is going to a
day-service every Friday to take a bath. If she becomes weaker, | am
not sure what we can do. Right now, she is taking care of herself as
much as she can, and my father-in-law also helps her. (Two other
similar cases)

Providing
nursing care
considering
the patient’s
limited life
expectancy

Understanding
the meaning of
relaxing
restrictions
related to
dialysis in
consideration of
the patient’s
limited life
expectancy

Caregivers understanding
the meaning of not
enforcing severe
limitations in
consideration of the
patient’s limited life
expectancy

When we visit the hospital for dialysis treatment, | am always asked
about many things, such as what kind of food | am cooking. | am not
sure if | am getting better at nursing care or not. *cut® | felt sorry for
him. He cannot do this and that --- and | came to wonder why | had to
follow so many restrictions for such an old guy. | was told that he
couldn’t have soup, only the stuff we mix into it. But it’s difficult to eat
without the soup, right? Finally, he couldn’t go shopping by himself and
his weight gradually dropped and he stopped drinking water. | felt so
sorry for him.

Maybe my mother’s age is a big factor. She is already over 80 years
old, so | feel that | do not want to put restrictions on her life. If my
mother were a little younger, maybe, | would think more about what to
do to help her to live longer. (Two other similar cases)

Nursing care for
a limited time

Feeling that nursing care
for dialysis patients could
be done because the
physical condition of the
patient tends to worsen,
limiting the period of
nursing care to a few
years

One of the neighborhood wives told me that a patient over 80 years of
age gets weaker because of dialysis; the treatment is very hard for the
patient, so it will probably only be for a year or so; and when the
patient gets weaker, he won’t be able to handle the dialysis treatment,
either. So, | thought | could try if it were only for a few years and
decided to commit to the treatment for him. But, he developed
dementia and it was just so hard. (Two other similar cases)

Shift of
lifestyle

Lifestyle based
on the dialysis
center

Caregivers and patients
changing their lifestyles
to center on the dialysis
center in order to make
continued treatment
possible for dialysis
patients requiring nursing
care

I live in xxx town, which is far from my mother’s home. My mother
had taken care of her house by herself, but | decided to come here to
take care of her. My older sister is sick and cannot take care of mom,
and | am the only girl in my family. My brothers also live far from here
and their wives are also working, so they cannot take care of mom in
terms of time. | am from this area and many of our relatives are still
here.

| have two brothers, and we talked together. My oldest brother lives
apart from the family because of work. If our parents were to require
dialysis treatment, somebody would have to give them a ride to and
from the hospital. So, my parents, both dialysis patients, rent an
apartment near the hospital in the town where | (their youngest
daughter) live. Individuals who live in underpopulated areas have a hard
time. (Two other similar cases)

Working caregivers
needing to reduce their

| reduced my work to 70%. It took two years to do so. | have clients,
and | know it is kind of selfish to say, but this is the situation. | also

Reducing workload (including adjusted my business schedule to accommodate the dialysis schedule.
changing/ cancelling While | am at the hospital for dialysis treatment, | cannot accept orders
workload to | i in| f lients. So, | asked them to understand my situati
carry out the usiness appointments) in rom my clients. So, | aske em to understand my situation.
role of nursing order _to continue *| am on the sales staff so_l can adjust my schedule easily. But, that
care providing dialysis nursing does not mean that | can juggle the work and care. | actually cannot
care work in the afternoon. *cut* Now | can somehow manage to take time
off, but if my work hours were fixed, like from 8:00 am to 5:00 pm, |
would be out. Even now, work is tough as it is. (Another similar case)
Implementing measures * Financially, it is difficult to afford because my mother receives only
for financial burdens 30,000 yen per month as a pension. So, we sisters help mom out
Measures for regarding dialysis ) financially. The meals after dialysis treatment, which used to be free of
financial burdens treatment and nursing charge, have to be paid for. The medical cost has become _2,500 yen
care from 5,000 yen. We have to pay about 10,000 yen to the hospital every
month. My sisters contribute about 30,000 yen for living expenses.
(Three other similar cases)
Securing the assistance | * Because | am a self-employed, | can adjust my schedule to help out with

Securing two or
more supporters

of relatives to continue
providing nursing care

dialysis treatment. It is probably impossible for regular business men to
adjust their schedule to the treatment. My son and |, two key persons,
are ready to help. (Three other similar cases)

_6_
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Table 2-2. List of Concepts and Categories

Category Concept name Definition Example
Caregivers learning their | « Meals for dialysis treatment were a hassle. It was too difficult for me. |
own diet management in was told that the food | prepared had a high proportion of phosphorus
the process of and kalium, but it was difficult to make it better. When we visited the
involvement in the diet hospital the next time, they told me that the proportion of phosphorus
management of dialysis was high. Then, | tried to reduce the phosphorus, and they said that the
patients requiring nursing kalium was high. | tried my best for a year. | cooked separate meals for
care my mother. She complained that | made her eat such food. She
gradually ate less and less. She told me that she was only lying in bed,
Learning diet so she didn’ t get hungry at all. So, finally | felt that my mother should
management be _able to eat anything s_he wanted to.
« | did not know about dialysis treatment at all, so | was not a good
helper. My mother weighed 37kg, and then dropped to 33kg, which is
Learning the the base weight. | had given her a bottle with 300ml of water every day,
points of but smce_the last visit, | was surprised to hear that s_hg had been told
dialysis not to drink any water even when she takes her medicine, but to take

nursing care

medicine by mixing it into her rice. | am not making any special meals
for her. I'm serving the same meals that we eat and giving her just a
little bit. *cut® | know this is not the best way, but | do this way because
| guess this is the only way to keep her alive. (Seven other similar cases)

Adjustment of
bowel
movements in
accordance with
dialysis
treatments

carrying out
adjustment of bowel
movement so that the
patient would have a
bowel movement on days
other than dialysis
treatment days to avoid a
bowel movement during
dialysis treatment

Caregivers

The nurse always tells us to use good diapers so that there won’t be
any problems when my mother has bowel incontinence, and | always
give her extra diapers. | also control the stool conditions for dialysis
treatment. Mom uses two kinds of medicine to soften her stool. | do
not give her powdered rhubarb when she visits day care for her bath or
receives dialysis treatment. But it is difficult because she worries about
incontinence. (Two other similar cases)

Adjusting the

Caregivers adjusting the

On the day for dialysis treatment, | have to get up at 6:30 am and eat

) schedule to  the living activitie_s in brealgfas? by a cert_ain time. | give my moth_er a ride to go to the
Adju_stment | dialysi hedul accordance with the hospital in the morning, and my son goes to pick her up. (Seven other
of lifestyle in | G1alYSIS schedule | qio qis schedule similar cases)
accordance - - - — - - - —
with the Spending time to Caregivers §pend|ng time | < | Visit the hosplte}l with my fgther three times a week. After. bringing
dialysis adjust  the at the hospital and other him to the ho§p|tal,_! sometimes go home by bus, chat with other
schedule schedule to the places during the dialysis dialysis patients’ families here (at the dialysis center), or go shopping at

dialysis schedule treatments for patients department stores near the hospital to wait for him. (Two other similar
cases)
Interlocking life | Life of caregivers « Support for dialysis patients is not easy at all. Everything works
and work becoming less stressful centering on the dialysis treatment. It took two years for us to settle
by interlocking life and down this pattern, which is the sharing roles and reducing work.
work (Another similar case)
Caregivers participating * My lifestyle has settled down. (How long did it take for you? Was there
Finding ways to |in fun activities utilizing anything that helped you settle down?) After we started visiting a
Settling of relax spare time between regional salo_n._FinaIIy | could feel that this is something to live for.
lifestyle nursing care (Two other similar cases)
patterns Caregivers perceiving * When my mother is taken care of by nurses during dialysis treatment, |
dialysis treatment as the can be alone. Reading newspapers at the hospital cafeteria or visiting a
only time that could be hot spring relieves my stress. (Two other similar cases)
Securing rest used freely, relieved from
breaks responsibility for the
patient while he/she was
being cared for by
healthcare professionals
Feeling that it would be | * Many people mentioned that even though the time spent for dialysis
very difficult if the treatment support is short at the beginning, it would increase to three
Predicted feeling burden of nursing care times a week and take four hours each time. | was wondering when it
of difficulty in | Were to become greater would happen to me. When tbe treatment starts being every other day,
nursing care in the future it is unbel_levably difficult, isn’t it? With treatment twice a week, | had
two days in between the treatments, but --- *cut® --- when it starts being
. three times a week, | just wondered how many more years | will have to
Feeling do this. (Two other similar cases)
difficulty in
the role of Feeling that caregivers | * | visited a hot spring with my sister for a night and two days, but |
caregiver are bound by continual could not relax. | always thought about being called out for my father.

Feeling of
restriction due
to nursing care

nursing care without rest
or relief

This is such a disease, isn’ t it?

| feel that | am bound to support my mother. | do not need to worry
about my mother because | am always with her. *cut* Even if | go on a
trip and ask somebody to take care of her, | will always be worried
about her. I’ ve been doing this for more than three years all by myself.
So, | know | can’t relax on a trip because | am always thinking about
her. (Another similar case)

the meaning of not enforcing severe limitations
in consideration of the patient’s limited life
expectancy} ; and (Nursing care for a limited time),

for dialysis patients could be done because the
physical condition of the patient tends to worsen,
limiting the period of nursing care to a few years}.

which consisted of the {feeling that nursing care
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3) (Shift of lifestyle): (Lifestyle based on the
dialysis center), (Reducing workload to carry
out the role of nursing care), (Measures for
financial burdens), (Securing two or more
supporters)

The category of (shift of lifestyle) was created
based on the perception that each of the four
concepts involved a change in the caregiver’s
lifestyle to provide dialysis nursing care.

Caregivers changed their place of residence
closer to the dialysis center (life based on the
dialysis center) in order to make continued
treatment possible for patients requiring nursing
care. On the other hand, there were some cases in
which the patient and his/her spouse moved closer
to the residence of their child/caregiver. In such
cases, too, residence was determined in relation to
the dialysis center in the area. Middle aged
caregivers, individuals who were also at the stage
of their lives in which they had important
responsibilities at work, tried to adjust their work
environment (reducing workload) in order to
provide transportation to and from the dialysis
center in accordance with the dialysis schedule.
Caregiver families attempted to implement
(measures for financial burdens), including the cost
of transportation to and from the dialysis centers
twice or three times per week and the cost of
nursing care, in order to make the continuation of
dialysis and nursing care possible. Furthermore,
caregivers attempted to secure the assistance of
relatives in nursing care (securing two or more
supporters) and for consultation.

4) {(Learning the points of dialysis nursing care)
: (Learning diet management), (Adjustment of
bowel movements in accordance with dialysis
treatments)

The category of {learning the points of dialysis
nursing care) included two concepts; (Learning
diet management) meant that caregivers who had
learned diet management at the hospital and who
at first had followed instructions for diet management
came to understand through experience that it
was possible to serve the same meals as the family
ate by reducing the amount and learning to check
the physical reaction of the patient rather than

insisting on serving dialysis meals. Furthermore,
caregivers carried out (adjustment of bowel
movement in accordance with dialysis treatments).
This meant that |caregivers arranged it so the
patient would have a bowel movement on days
other than dialysis treatment days to avoid a bowel
movement during dialysis treatment|. Many
patients were administered lapactic to induce
bowel movements. Caregivers recognized that if
the patient moved his/her bowels during dialysis,
it would cause trouble for healthcare professionals,
and took the appropriate action.

5) (Adjustment of lifestyle in accordance with
the dialysis schedule) : (Adjusting the schedule
to the dialysis schedule), (Spending time to
adjust the schedule to the dialysis schedule)
The category of (adjustment of lifestyle in

accordance with the dialysis schedule) included
two concepts; (adjusting the schedule to the
dialysis schedule) and (spending time to adjust the
schedule to the dialysis schedule), which entailed
caregivers adjusting their schedule to the dialysis
patient’s schedule, and caregivers attempted to
adjust their schedule to the patient’s and the
dialysis schedule.

6) (Settling of lifestyle patterns): (Interlocking
lifestyle and work), (Finding ways to relax),
(Securing rest breaks)

The category of (settling of lifestyle patterns)
related to the stability of the psychophysical
condition of dialysis patients requiring nursing
care. When the psychophysical condition of patients
became stable, social resources were provided and
the life of the caregivers became less stressful.
Three concepts were extracted based on the
perception of caregivers that their lives became
less stressful.

Caregivers could (reduce workload) by a (shift
of lifestyle) and coordinate their work and role as
caregiver, which is the condition of (interlocking
life and work), and could (find ways to relax)
including {participation in fun activities utilizing
spare time between nursing care}. The support of
care managers and other family members, and the
experience of being able to take a break, even for a
short time, made caregivers feel that they could

_8_
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Table 3. Stages of nursing care in this study and compatibility with the existing research

Stages of nursing care in

this study Miyaue (2004) Nogawa (2000) Sodei (1990)
Stages 3 4 4 4]
Contents 1. Commitment to 1. Stage of confusion 1. Initial phase (adjustment|1. Confusion stage

(Characteristics) dialysis nursing care

care system/ learning
the points of treatment

care and lifestyle

2. Organizing a nursing|2. Stage of establishing a|—
nursing care structure

to the role of caregiver)
2. Shock stage

3. Stage of improving the | — -

quality of nursing care
3. Adjusting to nursing|4. Stage of becoming
aware of the improvement to the role of caregiver)
of nursing care ability

2. Middle phase (re-commitment | 3. Stability stage

3. Late phase (settling into|4. Overload stage
the caregiver lifestyle)

4. Terminal care phase 5. End stage

Caregivers responsible
Subjects for dialysis patients
requiring nursing care

elderly patients
dementia

Caregivers responsible for |Caregivers responsible for

Caregivers responsible
for patients with
cerebrovascular
disease

elderly patients with chronic
and incurable diseases

Numbers attached to the stages in existing research indicate the order of the nursing care stage shifts.

continue nursing care. Caregivers perceived dialysis
treatment at this stage as the {only time that could
be used freely, relieved from responsibility for the
patient while he/she was being cared for by
healthcare professionals} and as (secured break
time) while schedule adjustments may have been
required.

7) (Feeling difficulty in the role of caregiver):
(Predicted feeling of difficulty in nursing care),
(Feeling of restriction due to nursing care)
Caregivers experienced {feeling difficulty in the

role of caregiver) even at the stage in which
dialysis nursing care had settled down. This stage
included two concepts; (predicted feeling of
difficulty in nursing care) and a (feeling of
restriction due to nursing care). The (predicted
feeling of difficulty in nursing care) was defined as
the {feeling that it would be very difficult if the
burden of nursing care were to become greater in
the future}, and caregivers felt increasing difficulty
by predicting that the number of dialysis
treatments would increase from two to three times
per week and that dementia would worsen in the
near future. Furthermore, caregivers recognized
the (feeling of restriction due to nursing care)
which means that caregivers {feel that they are
bound by continual nursing care without rest or
relief}.

Discussion
1. Characteristics of the process of learning

home-based nursing care experienced by

family caregivers responsible for dialysis

patients requiring nursing care

In order to clarify the characteristics of the
process of learning home-based nursing care
observed in this study, we carried out a
comparative investigation utilizing the existing
research (Table 3). The difference between the
studies involved the period of nursing -care;
Nogawa® ® and Sodei'” considered the period of
nursing care until the last day of the patients, and
this study, following Miyaue”, considered the
period of nursing care until the caregiver adjusted
to the new lifestyle and nursing care. Miyaue”
targeted caregivers responsible for elderly patients

8,9)

with dementia, Nogawa targeted caregivers

responsible for elderly patients with various

diseases, and Sodei'”

targeted caregivers responsible
for patients with cerebrovascular disease.

Miyaue” and Sodei'”® defined the stage of
starting the nursing care process as the stage of
confusion and confusion stage which were stages
representing the conflict over accepting the
patients’ condition and the hesitation in making
the decision to continue nursing care because
caregivers were unable to accept the changes in
the condition of patients requiring nursing care. In

the stage of starting nursing care in this study,

_9_
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caregivers had less confusion and shock when
patients developed conditions requiring nursing
care, and decided to (commit to dialysis nursing
care) because they understood that they couldn’t
handle the situation with the support and
commitment they had given to date. On this point,
it is assumed that caregivers had to handle the
situation by shifting their approach to commit
themselves rather than hesitating and allowing
themselves to be confused because they felt that
the continuation of dialysis treatment was essential
to life of the patient.

(Organizing a nursing care system/ learning the
points of treatment) in this study were equal to
the stage of establishing a nursing care structure
and improving the quality of nursing care described
by Miyaue” and the adjustment period for the role

89 However,

of nursing care described by Nogawa
in this study, caregivers were actively working on
acquiring better methods from their experiences
rather than adjusting themselves to the role of
nursing care as time passed, as indicated in

89 This, as described above,

research by Nogawa
is assumed to be created by caregivers who were
responsible for dialysis patients requiring nursing
care and who encountered the situations for which
they had to develop skill in nursing care as a part
of treatment to prolong life.

(Adjusting to nursing care and lifestyle) was
dealt with in all the studies mentioned above™?,
however, caregivers in this study perceived the
dialysis treatment time as (secured rest break)
in spite of their need to <{(adjust lifestyle in
accordance with the dialysis schedule).

In consideration of the above, the process of
learning home-based nursing care in this study
was the characteristics of nursing care provided
by caregivers, and showed the nursing care
condition of dialysis patients requiring nursing
care.

2. On (providing nursing care considering
the patient’ s limited life expectancy)
(Providing nursing care considering the patient’s

limited life expectancy) included (understanding

the meaning of relaxing restrictions related to

dialysis in consideration of the patient’s limited life
expectancy), or evaluating restrictions in the
patient’s daily life in accordance with dialysis
treatment and in consideration of the patient’s
limited life expectancy, and the recognition of
(nursing care for a limited time), meaning that
nursing care could be provided because the
caregiver realized that it would be for a short
period (a few years) rather than a lifelong
commitment. Such recognition was assumed to be
included in the approaches to nursing care while
promoting the process of learning dialysis nursing
care. Caregivers always considered the patient’s
limited life expectancy and continued nursing care
with a view to approaches and the period of
nursing care to patients who required dialysis
treatment and suffered physical decline due to
aging.

Four approaches, {providing nursing care
considering the patient’s limited life expectancy),
(shift of lifestyle), (adjustment of lifestyle in
accordance with the dialysis schedule), and
(learning the points of dialysis nursing care), in
the stage of (Organizing a nursing care system/
learning the points of treatment), were acquired
by caregivers themselves through trial and error
in order to continue dialysis treatment.

The importance of a viewpoint-of-life model
rather than medical-care model is proposed for

7189 who are

nursing care for elderly patients
definitely nearing death, which is one perspective
of nursing care designed to consider the patient’s
limited life expectancy by considering the present
rather than the future in not causing the patient
undue discomfort for the sake of treatment'. It is
necessary for dialysis patients requiring nursing
care to continue dialysis treatment for the purpose
of life extension; however, the physical, psychological
and lifestyle burdens are significant for elderly
patients. It can be assumed that caregivers became
aware of (providing nursing care considering the
patient’s limited life expectancy) by considering
the remaining period and learning how much they
should commit themselves to nursing care.
Hashimoto™ referred to the estimate of patient
life expectancy, confirmation of patient desire,
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evaluation of patient conditions (QOL), and the
patient’s future life environment at home as the
essential in the medical care of elderly patients. It
is believed important that dialysis nursing care be
considered from the viewpoint of the elderly
patient and family care in order to make it possible
for the patient and the caregiver to continue a
stable life (QOL).

3. Study limitations and future issues
Subjects in this study were individuals
introduced by the persons in charge of dialysis
nursing care who had agreed to cooperate with the
survey. Therefore, it was assumed that these
subjects were well-adapted caregivers who had
a relatively good relationship with healthcare
professionals and, accordingly, who worked
positively on nursing care. There is a need to
expand the range of sampling including unadapted
cases to elaborate the theory. Furthermore, the
degree of theoretical saturation needs to be
increased regarding the process of learning
dialysis nursing care clarified in this study and the
specific theory about the requirements for the
process, as well as the validity of the concept and

category names.

Conclusion

This study was carried out to clarify the
structure of home-based nursing care provided by
family caregivers responsible for dialysis patients
requiring nursing care from the viewpoint of
conditions of nursing care, awareness, and
influence on the lives of family caregivers utilizing
qualitative study methods. The results of this
study clarified the following:

1) In the process of continual home-based
nursing care provided by family caregivers,
three stages were extracted: process of learning
home-based nursing care; {commitment to
dialysis nursing care), {organizing a nursing
care system/ leaning the points of treatment),
and (adjusting to nursing care and lifestyle).

2) Caregiver efforts included four components:
{providing nursing care considering the patient’s
limited life expectancy), (shift of lifestyle),

(adjustment of lifestyle in accordance with the
dialysis schedule), and {learning the points of
dialysis nursing care). Caregivers always
concentrated on {providing nursing care considering
the patient's limited life expectancy), the
component that was positioned at the heart of
these four categories and influenced approaches
to nursing care, consisting of {shift of lifestyle),
(adjustment of lifestyle in accordance with the
dialysis schedule), and (learning the points of
dialysis nursing care). Results suggested the
necessity of developing nursing care methods in
accordance with the stages of the learning
process in order to enable family caregivers
responsible for dialysis patients requiring
nursing care to provide continual support as
well as enabling the patients to continue dialysis
treatment - comfortably in their family life.
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