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Abstract

Title: Family members' perceptions of having a child with asthma
in Japan.
Author: Masako Ong, BRN. . BS.

Marie Scott Brown, Ph. D. , Thesis Advisor.

The purpose of this study was to explore the family members'
experience of having an asthmatic child. Family members included in
this study were fathers, mothers, siblings, and the school age child with
asthma at the allergy clinic in the general hospital in metropolitan area.
All were interviewed one time except one child. A total of 26 family
members in six families who had a child with asthma were each
interviewed separately. Three major experiences were identified from
the interview data: 1) The individual family members' experience of
making decisions regarding changes in their family lifestyle, 2)
Responsibility for managing the child's asthma, and 3) Variations in
family adaptations to their child with asthma. These data were then
analyzed and compared with the data available from the literature
published in the United States and Canada and Japan and suggestions
were made 1o explain both similarities and differences between the
experiences of families in different cultures but with similar health
concerns. This will hopefully be the beginning of a clearer
understanding of family members' experience when the family has a

asthmatic child.
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CHAPTER |
INTRODUCTION

Recently, as people's living styles have been changed and
medical technology and treatment have developed, the number of
chronically ill children has increased in our society. Even though this
increase in numbers may not represent an increase in percentage, still
conservative estimates are that 10 to 20 % of children in America
experience some long-term iliness (Stein & Jessop, 1984, cited in Perrin
& MacLean, 1988). Both the numbers and percentage of this population
are significant to nursing practice. Actually, although the incidence of
new cases of chronically ill children has not changed, the survival rate for
many conditions has increased (Baba, 1990; Patterson, 1988).
Appropriately, the attention to this area in nursing research has also
increased.

in Japan, as in the United States, the number of chronically ill
children has increased (Baba, 1990). Similarly, the number of children
with asthma has increased yearly (Baba, 1988); presently asthma
represents almost half of all chronic illness diagnosed in Japanese
children (Akasaka, Nezu, Suzuki, Mitsubayashi, Maruki, & Maeda, 1982).

In both Japan and the United States, the experience of the
chronically ill child and his/her family has been studied from several
perspectives; including the chronically il child him/herself, parents,
mainly mothers, and more recently, siblings of the chronically ill child and

fathers. The current trend in research is toward emphasizing the family



perspective rather than individual family members' perspectives.
However, even though family research has been emphasized, data still
come primarily from one person's perspective, usually that of the mother.
Therefore, we do not know much about the other family members'
perceptions of the experience of having a chronically ill child, and we do
not know how those different perceptions can be viewed together for a
truly family perspective. To understand these lived experiences from
different perspectives would help nurses and other health professionals
assess the families of chronically ill children and identify potential
problems and interventions for such families.

The purpose of this study is to explore the Japanese family
experience of having a chronically ill child with the diagnosis of asthma

from the perspective of each individual family member.



CHAPTER I
REVIEW OF THE LITERATURE

Generally, most of the literature on the impact on the family of a
child with a chronic illness has focused on mothers or relationships
between mothers and their chronically ill children (Sabbeth, 1984).
Some of the reasons for this focus on mothers include the following: 1)
mothers are assumed to be most influential with their children, 2) they
bring their children to the clinic more often than fathers, and 3) they are
more likely to participate in parent groups (Sabbeth, 1984).

The impact of having a chronically ill child on mothers has been
described in several ways. For example, the stages that mothers are
assumed to pass through prior to and following the diagnosis of a serious
illness have been described, including shock or disbelief, anger and
resentment, self-blame, and later sadness and acceptance (Sabbeth,
1984).

Early studies in the United States frequently were derived from a
psychoanalytic framework. They often described the impact of chronic
iliness as the incidence of psychological problems in the family. Many
authors (e.g., Walker, Thomas, & Russell, 1971) have noted depression
among the mothers of children with a chronic iliness such as spina bifida.
Sabbeth (1984) pointed out one frequent problem. It was that
overprotective behavior may be the result of the mother's anger toward
her ill child, and her secret wish to be rid of the child. However, these

studies lacked controls; later studies which did not use the



psychoanalytic framework have failed to confirm these early results.

Little is known about the impact of chronically ill children on
fathers. Apley (1967, cited in Sabbeth, 1984) noted that fathers of
children with a congenital heart defect were less unsatisfied in
relationships with their children than mothers (42% vs. 68%). Sabbeth
(1984) assumed that the physical absence of the father, such as long
hours working outside the home, might facilitate emotional withdrawal
and the avoidance of intense anger, disappointment, or sorrow.
Furthermore, Sabbeth (1984) assumed that the father's sense of isolation
might result from the societal stereotype which prohibit men from
expressing their feelings or demonstrating their vulnerability. However,
the facts and influencing factors are still unclear.

Different experiences between mothers and fathers also have
been reported. For example, Damrosch and Perry (1989) found that
mothers of children with Down syndrome experienced "chronic sorrow"
more frequently than fathers did. Many studies have looked at divorce
and/or marital distress as an indicator of the impact of chronically ill child
on the parents' marriage. Sabbeth and Leventhal (1984) reviewed the
literature on marital adjustment relative to having a chronically ill child
and found no significant differences in divorce rate between parents with
chronically ill children and those with healthy children. However, in
some studies (e.g., Lansky et al., 1978, cited in Sabbeth & Leventhal,
1984) marital distress was experienced more by parents of chronically ill

children than by parents of healthy children. In contrast, Sabbeth (1984)



found that parents of chronically ill children tended to become closer, but
the term "closeness" was not well defined.

There are many studies on the impact of the chronic illness on the
child him or herself. Perrin and MacLean (1988) reported that the rate of
behavioral problems is twice that of the able-bodied population.
However, Tavormina et al. (1976, cited in Perrin & MacLean, 1988) have
found little incidence of overt psychopathology among children with
chronic iliness. This discrepancy might be explained by the use of
biased samples, since the population used in most of the studies was
receiving high-quality services and more behavioral problems were
detected (Perrin & MacLean, 1988). Among school-aged children,
school attendance /school absence may be a better predictor of the effect
of chronic iliness on the child. Some studies have reported lower
academic performance (Patterson, 1988), increased occurrence of
depression, and lower self esteem among chronically ill children
(Weitzman, 1984).

Most of the findings concerning siblings were obtained from their
parents (Sabbeth, 1984). These findings described siblings' feelings
and thoughts of embarrassment, guilt about their embarrassment, and
resentment. There is a question whether siblings of chronically ill
children are at risk for developing psychosocial problems (Sabbeth,
1984). Several studies (e.g., Taylor, 1980) report that they are, but
findings differ in some diseases, such as spina bifida which showed

higher maladjustment (Tew, cited in Sabbeth, 1984) and nephrotic



syndrome which showed that the child with nephrotic syndrome did not
have more abnormal behaviors than control group (Vance, cited in
Sabbeth, 1984). These other findings (e.g., Lavigne & Ryan, cited in
McKeever, 1983) suggest that the severity or visibility of the illness might
influence the adjustment process of siblings.

Furthermore, recently, there is an on-going study (Deatrick & Knafl,
1990; Knafl & Deatrick, 1990) which is conceptualizing family response
to chronic childhood illness. In their study, they are trying to
conceptualize family management style through individual family
member's interviews.

The Family with an Asthmatic Child

The research on families with an asthmatic child has been
addressed in several ways: family management style (e.g., Deatrick &
Knafl, 1990; Knafl & Deatrick, 1990); management programs
(Alexander, Younger, Cohen, & Crawford, 1988); educational programs
(e.g., Feldman, 1987); anxiety (e.g., Staudenmayer, 1981); perceptions
and attitude toward asthma and its treatment (Donnelly, Donnelly, &
Thong, 1987); and specific children's characteristics and mother-child
relationships (e.g., Caroselli-Karinja, 1990; Khampalikit, 1983) in the
United States. Similar to other studies on families with chronically ill
children, most have studied the phenomenon from the mother's
perspective. Studies in the late 1970s and early 1980s indicated that the
family's or mother's experience of having an asthmatic child usually

includes burden, fear (Khampalikit, 1983; Reddihough, Landau, Julie



Jones, & Richards, 1977; Staudenmayer, 1981), and the parents had
negative perceptions, including the perception that their children were
more dependent than other children. These resuits are currently being
questioned, however. During this time, asthma was widely considered to
be a psychosomatic disorder (Hobbs, Perrin, & Ireys, 1985). This theory
however has been changed in the past 10 years, and environmental
factors, such as allergens and stress, are currently considered more
influential in its etiology (Garrison & McQuiston, 1989). More recently,
biochemical imbalances in the autonomic nervous system have also
been considered an etiology of asthma (Garrison & McQuiston, 1989:
Hobbs et al. , 1985), although this is still unproven hypothesis (Garrison
& McQuiston, 1989).

Recently in Japan a multicausal theory on the origin of asthma has
been accepted. This is characterized by the combination of heredity (or
genetic predisposition), allergic factors, psychological characteristics,
and infectious processes (Uchimi, Amamiya, & Torii, 1980; Caroselli-
Karinja, 1990). However, it is still believed that parents and asthmatic
children are more anxious than children without asthma and that parents
tend to be overprotective. The asthmatic child is stigmatized by being
labeled "dependent, uncooperative, and less adaptable to society/social
life" (Uchimi et al., 1980). Nursing parent-child assessments and
interventions have been based on these assumptions. Some specific
clinical problems have been described as 1) families providing

developmentally inappropriate environments, or 2) families using



psychologically unhealthy childrearing techniques such as being
overprotective, anxious, or spoiling or rejecting of the child (e.g., Uchimi
et al., 1980). Children in such families were reported to be overly
dependent and very anxious about asthma attacks. In some studies, the
psychological influence is more related to the severity of the disease
(Shibutani, Toyoshima, & Takaki, 1986; Tsay, Mukoyama, Matsui,
lwasaki, & Hashimoto, 1881). In these case studies, excessive
restrictions of physical activities in home and school and parents'
tendency to obey the child were reported (Uchimi et al., 1980).

Several Japanese studies on parent-child education/ programs
focused on the parent-child relationship (e.g., Osugi, 1982). The effect of
the parents' characteristics and attitudes toward their children was
stressed and concern about the asthmatic children's refusal to attend
school was noted (Tsay et al., 1981; Takashima, 1990). The school life of
the asthmatic child was influenced by problems, such as restricted
physical activities, fewer opportunities to attend field trips, being picked
on, and increased school absence (Nishikawa, Masaki, Kajita, Tomita,
Shirai, Nagakura, likura, Seo, Sugimoto, & Saito, 1981; Takashima,
1990). There are few Japanese studies of the siblings or fathers of
children with asthma.

In summary, both Japanese and American studies indicate that
family members differ in their perceptions of having a chronically il
child/sibling and the iliness has a different impact on each of them. More

research is needed to clarify these differences and to understand the



perceptions of the family as a whole toward their experiences of having a
child with a chronic iliness.
Research Question
What is the individual family members' experience of having a

child with asthma in the family in Japan?
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CHAPTER lli
METHODS
Design

This was an exploratory descriptive study designed to describe the
experiences of the individual members of a Japanese family in which
there was a chiid with asthma.

informants

The target population was composed of Japanese families of
asthmatic children in elementary school, ages 7 to 12 years. The
informants were obtained from the allergy clinic of a pediatric outpatient
clinic in a general hospital, in a metropolitan area in Tokyo, Japan.
Actual informants were members of six families of children with asthma.
The method used to select the informants was purposive. The criteria for
the sample were the following:

1) The family consisted of a mother, a father, a child with asthma
who was in an elementary school (age 7 to 12 years), and at least one
sibling age 7 to 18 years old,

2) the family had no more than one chronically ill child,

3) the diagnosis of asthma had been made by the pediatrician at
the allergy clinic in the hospital, and

4) the child with asthma was followed by the outpatient clinic.

Data Collection
Prior to data collection, this study was examined by the Oregon

Health Sciences University Human Subjects Review Committee to
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assure the protection of all subjects. In Japan, the study was examined
by the Nurse Supervisor Committee in the hospital from which the
informants were obtained.

The data collection method used was a semi-structured interview.
The interviews were conducted by the investigator using an interview
guide (Appendix A-1, 2). This interview guide had been developed for
this study by the investigator and was derived from a literature review
and by discussion with experts in the field. The interview guide was
transiated from English to Japanese and both the English and Japanese
versions of the interview guide were reviewed by both a Japanese and
American panel of experts.

Procedure

The families who met the criteria were chosen by the investigator
and a physician in the pediatric outpatient clinic through a review of
patients' charts. These families were invited to participate in the study at
the outpatient clinic by the investigator. At this time they received an
explanatory letter with a separate page which was to be mailed back
indicating whether the family did or did not wish to be part of the study
(Appendix B-1, 2). They were invited to take the explanatory letter home
to use in explaining the study to the other family members. [f all family
members agreed to participate, they sent the reply postcard back
indicating their willingness. Then the investigator made an appointment
by phone with the family for a home visit. The investigator continued

contacting families until she got six families. The clinic staff (nurses,
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doctors, a clerk) were not informed which families were participating in
the study in order to keep the families' confidentiality. All family members
were interviewed separately. The protection of the confidentiality of each
family member's information was emphasized to each person. The
interviews were audio tape recorded. The interviews were assigned a
code number and the names associated with the codes were locked
away so that the confidentiality of data could be protected.
Analysis Strategies

The interviews were transcribed by the investigator to facilitate the
qualitative analysis. It had originally been planned that the transcription
would be translated into English by the investigator and reviewed by a
bilingual translator. However three problems were encountered with this
plan: 1) It was extremely expensive financially 2) the time necessary for
this step was not available and 3) many nuances of meaning which were
evident in the Japanese script were lost in the translation process. So,
instead of translating each interview into English first and doing the
analysis in English, the analysis was done directly from the Japanese
transcript. Data obtained from the interviews were analyzed first by
topical coding based on the questionnaire, and then by conceptual
coding. After conceptual coding was complete, patterns of relationships
between concepts were sought. Such relationships were sought within
each interview, among interviews of the same family, among parallel
roles of each family (e.g., among all the father respondents, and all the

mother respondents).
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CHAPTER IV
RESULTS

The results of the study will be described in two parts. The first
part of the results section will include those results which describe the
demographic variables of the informants; the second part of the results
section will discuss the findings of the analysis of the content of the
interviews.

Demographic Data

Six families were interviewed based on the criteria. First, a pilot
interview was done with the first family. The researcher planned to
include this first interview in the final data only if it was decided by the
researcher and her supervisor that it was complete and appropriate. It
was decided, after careful review, to include this family in the final
analysis. Also during the interviews, one family was identified who did
not meet the criteria because the child's sibling had also recently had a
light asthma attack. Nonetheless, the judgement was made that since
this family met all the other criteria, data from this family would be kept.
Consequently the resulting sample size was six families. (General
demographic data is provided in Table 1 and Table 2).

In these six families, the average age of the fathers was 43.8 years
(with a range of 40-48 years); the average age of the mothers was 40.7
years (with a range of 38-42 years); the average age of the children with
asthma was 10.3 years (with a range of 8-12 years); the average age of

the siblings in the study was 10.5 years (with a range of 7-14
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Table 1

Demographic Data (parent)

Father Mother
N (total=12) 6 6
Mean age 43.8 40.7
(range) (40 - 48) (38 - 42)
Average education 13.3 12.3
(range) (12 - 16) (12-15)
Work outside home 6 5
Annual Income 6.5-15 million Yen

(about $ 50,000-115,000 )




Table 2
Demographic Data (child)

15

Asthmatic child Siblings
N (total = 14) 6 8
Girls 4 5
Boys 2 3
Mean age in years 10.3 10.5
(range) (8-12) (7 -14)
Onset of disease
age in years 3.3
(range) (1-6)
Duration (years) 7
(range) (5-9)
Severity of Asthma
Light 1
Mild 4

Severe

ok
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years). The average number of siblings in the study was 1.3 (with a
range of 1-2).

Two fathers worked in a "fish market," a large fish wholesale
market near Tokyo Bay. Their job started early in the morning, around 3
a.m. , and ended by early afternoon. This characteristic was considered
important, because asthma attacks tend to happen more frequently at
night. Three of the fathers ran businesses by themselves. One ran a
restaurant and two ran wholesale outlets; one was for daily necessities,
one for fish. The remaining two fathers were employees: one was an
engineer and one was a salesman.

Three mothers were employed by their husbands. Their work
schedule was more flexible than that of the fathers and they worked less
time than did the fathers; more of their time was consumed in domestic
chores. One mother worked as a full time nurse in a nursing home. One
mother worked in a hospital as a clinical laboratory technician full time.
One mother was a full time housewife.

The father's average length of education was 13.3 years with a
range of 12 to 16 years (In Japan, a compulsory education is 9 years,
elementary school and junior high school). The mothers' average
education was 12.3 years with a range of 12 to 15.

The income of all the families was in the middle to upper middle
income bracket. According to recent Japanese statistics (Health and
Welfare Statistics Association, 1992), the average income in one family

was about 6 million yen (about $ 48,000) per year, and the informants'



income ranged from 6.5-15 million yen (about $50,000 -$115,000) per
year.

Four families owned their own homes. The amount of space in
each home varied widely; none of the homes had a garden. The
investigator visited five of the six homes; the sixth home was not visited
by the investigator, but the family described to her changes which they
had made in their home because of their child's asthma. Two families
had their workplace on the first floor and lived on the second and/or third
floor. Two families lived in an apartment; each apartment had at least
four rooms including a dining room and kitchen. Three of the families
lived with grandmothers and one also lived with a cousin.

No families expressed a particular religious preference nor did
they note religious beliefs which influenced their experience.

The time of disease onset for the children ranged from 1 to 6 years
old, the average being 3.3 years. The duration of having asthma ranged
from 5 to 9 years, the mean being 7 years. The average number of
admissions to the hospital was 8.7, ranging from 0 to 25.

The severity of the disease was determined by the pediatric
allergy specialist at the allergy clinic for this study. This pediatrician
stated that it was difficult to say objectively how severe each case of
asthma was because of the ambiguity of the ways this disease can be
classified. However, based on her experience and on the treatment, she
described these children's conditions as ranging from light to severe.

According to this doctor, children with one light, four mild and one severe

14
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condition were included in the sample.

Because the District Office officially recognized that the asthma of
the children of five of the families was caused by pollution, those families
were awarded government financial assistance. One family did not
receive this type of financial support because they lived out of the
designated area. This family, however, had health insurance which
covered 70 % of the cost of treatment for the child's asthma.

Content of the Interviews

The interviews with the members of six families in which an
asthmatic child lived revealed that their perceptions of living with an
asthmatic child involved three major experiences: 1) the individual family
members' experience of making decisions regarding changes in family
lifestyle, 2) responsibility for managing the child's asthma, and 3)
variations in the family adaptation to life with a child with asthma.

The Individual Family Members' Experience of Making Decisions

Regarding Changes in Family Lifestyle

One commonly cited theme derived from the analysis of the
interviews was the theme of the experience of a family lifestyle which
changed dramatically because of living with a child with asthma.

In the interviews of all parents it was clear that they felt that at least
some part of their lifestyle was changed because of living with a child
with asthma. The specific parts of the family lifestyle which the parents
cited as being changed (or at least being considered for change) were

four: 1) the home environment (carpet, bed, pillow, etc. ), 2) daily activity
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(cleaning), 3} habits (having a dog, smoking), and 4) jobs. Except one
father, all mothers and fathers mentioned their home environmental
changes and the cleaning issues. Two fathers discussed the fact that
even though it would be better for their child with asthma if they moved to
an area with cleaner air, this was simply not possible because of their
jobs which could not be changed. One father mentioned his smoking
and one mother mentioned her dog. There were a number of interviews
which spoke of the influence that living with a child with asthma had on
their daily habits. For instance, one father mentioned that although he
knew his smoking was bad for his child with asthma, he was unable to
change this habit because he felt he needed it as an outlet to help
manage his stress level, being, as he was, in a highly stressful job.
Similarly one mother told the story of how, even though she knew that
being around dogs was not good for her child's asthma, she decided to
keep a dog in the house because she felt that the psychological
Importance of the dog to her, to the asthmatic child and to the rest of the
family, outweighed the problem it caused related to the asthma.

In the contrast to the parent interviews, the interviews of the
children cited fewer categories of things perceived as changing because
of the asthma. Two asthmatic children did mention a few of the
environmental changes, such as carpet removal, and remodeling the
house. No siblings mentioned any lifestyle changes.

It was clear from the interviews that making the decision about

what to change and how to change it to make the best adaptation for the



child with asthma and the rest of the family was a serious struggle for
every family. In this process, five factors were identified which appeared
to influence the family members' decision to change or not change their
lifestyle. These five factors were the following: 1) the parents' evaluation
of the severity of the child's condition 2) the parents' belief in a " Window
of opportunity” for cure of the asthma 3) the parents' uncertainty of the
cause of the asthma attacks 4) the parents' sources of information about
the disease 5) the parents' experience of conflicting values regarding
making asthma-related changes.

The Parents' Evaluation of the Severity of the Child's Condition

Three fathers specifically mentioned that their child's asthma was
not severe enough for them to change jobs. One father said that it was
really no obstacle in his life; nothing to affect or interfere with his life.
Another father said that even if his daughter became allergic to soba and
if he owned a soba restaurant and if his daughter asked him to change
his job, still, he might not do it unless it was very serious. Another father
similarly said that he had never thought of changing his job since the
disease was not that serious.

In contrast to some fathers, one mother said: "Because of having
her, | couldn't go to work...All the time, if she had an attack, once or twice
a month, and if | worked full time, then it might cause trouble for the
people at work. Because | would have to take days off." (Appendix C-1).
This mother started to work two years ago. At that time she chose the job

of being a part time visiting nurse which was convenient for her because

20



of the flexible time schedule. Because of this and other considerations,
this mother later took a full time job closer to her house.

In this study, the parents' perceptions of severity of the child's
asthma was very similar to the doctor's evaluation of severity. For
example, one father said his child's asthma was not severe enough to
change his job. The doctor classified this child as mild.

The Parents' Belief in a "' Window of opportunity” for Cure of the Asthma

The second subcategory under this theme dealt not with the
severity of the disease, but rather with the question of whether the
disease was permanent, chronic, short or long term, or even whether
there might be a " window of opportunity,” i.e., a certain short period of
the time during which, if the proper things were done, a cure for life might
be achieved, but after which, if the proper things had not been done, the
child would continue to be asthmatic.

As an example of this struggle to understand whether the iliness
would be short or long term was one father said that: " At first | thought
that time could cure my child's asthma. Now | have come to doubt this.
Now | realize that it can continue into adulthood, and that makes me
wonder if it may just last through her entire life... But maybe if we could
cure it during this time of her childhood, we could prevent this. | feel it
might be possible if we do something during these childhood years. This
is one of the reasons that we built a new house." (Appendix C-2). The
mother of the same child, however, said that she thought that her

daughter's lungs were weak and that this weakness would probably last
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for her entire lifetime.

The Parents' Uncertainty of the Cause of the Asthma Attacks

Many parents were struggling with uncertainty about what caused
the child's asthma attacks.

For example, one father said, " My wife asked me to ask my father
to take the carpet off. If we knew for sure that taking the wool carpet off
would cure A's asthima, then, we woulid take it off." (Appendix C-3). This
father's struggle about whether the carpet was really the cause of the
asthma even created a quarrel with his own father. Because his own
father had put the carpet in just four years ago when they built the house,
it was difficult to approach him to ask him to remove it. Nonetheless,
because this father, though uncertain, thought that the carpet might be
the cause of the asthma, he did indeed approach his father, asking him to
remove it, knowing that it might cause hard feelings, but at last the
grandfather gave in and did take the carpet away.

One mother was struggling about whether she should keep the
dog in the house. The reason she said that she was uncertain about
what to do was she believed that the dog was just one of the many items
which were assumed to be bad to the child's health or to cause the
asthma attacks. After struggling with the idea, her decision was to
continue to have the dog.

Another mother expressed doubt about her efforts to prevent an
attack by cleaning because of the school environment. She cleaned her

house meticulously, but in the school there was much dust in the corridor.
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doctor told them to change, she did not know how much they could do,
but some of them, if they were important, of course they would have done
it. She thought that if they could do them alll, it would be better. But it was
impossible. She did try to clean the house diligently by using a vacuum
cleaner.

Other information sources about the disease were books, mass
media, such as TV or newspaper, public lectures, friends, and relatives.
For the fathers, the information source was often their wives. Those
information sources also somehow influenced their decision to change
their lifestyles, in both good ways and bad ways. One mother and one
father from the same family said that they thought their son was more
dependent. This father said that even though he was not familiar enough
with other children to compare his child, he felt like this. Both of them
said separately that they were not sure if their partner thought the same
way as they. They read in the newspaper a long time ago that an
asthmatic child lacked self-reliance (iraishin ga tsuyoi). So they were
wondering if their son might be such a child, or if "the lack of self-
reliance" might be just one of his characteristics. The father only knew
that he made his son dependent "amaesaseta " because he had asthma.
The mother felt the child's asthma might be her fault after reading the
article which said that the mother was the origin of asthma or responsible
for the asthma.

The Parents' Experience of Conilicting Values Regarding Making

Asthma-related Changes




Some things seemed to be so much a part of the family's lifestyle
that they were hard to change and the family had to face conflicting
values relating to whether they were or were not willing to make a given
change in their lifestyle. For example, one father said that he had a
difficult time trying to quit smoking. He used to smoke, and when his
child had asthma, he tried to quit because it was bad for both his child
and his own health too. Actually he was able to quit smoking for about
one month, but then he started smoking again. Now when he wants to
smoke at home, he smokes on the veranda. He explained that he needs
to smoke because it relieves his feelings of tension from the stress at
work.

One mother explained why she continued to keep a dog in the
house even though she realized it was one cause of her child's asthma
attacks. At first, she described several changes that the family did make:
to an all-wood floor except one tatami room; to beds instead of futons; to
the pillow with plastic tube instead of feather or buckwheat chaff: to use of
cotton blankets. It was clear from her description that the family was
willing to make many changes, but then, she said " Whatever we could
change, we changed. Only...We have a dog...Elder sister likes it very
much and | like it too, and it has been with us for our whole lives...So,
even though we knew that my child has asthma, we kept the dog, and
when he died we replaced him with a new one." (Appendix C-4). She
explained how a dog was an important part of her and her family's life.

In her struggle to decide whether or not to keep the dog, she tried to
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weigh the advantages and disadvantages of the dog to her child's health
and of the other family values such as their psychological attachment to
the dog. In the end, she decided to keep the dog.

Another value which heavily influenced decisions about family
lifestyle was the value placed on the parents' jobs, particularly the
father's. One mother and father from the same family explained that they
could not do anything about changing their lifestyle because of their job.
They owned and ran a restaurant.

And a final value seen in the interviews to conflict with the decision
about making asthma-related changes was the value of convenience. In
the interview of one father, he described that he had become
exceedingly aware of cleanliness in the house. In fact they had become
so careful about cleaning the old house which it became apparent was
impossible to keep dust-free, that they decided to build a new house
specifically to accommodate the needs of the asthmatic child. However
as they began to build the new house they realized they would need to
compromise. Although they originally had planned to have all wooden
flooring, they soon realized that this would severely limit the space. (In
tatami style, when sleeping at night, people spread futon and in the
daytime they put the futon in the closet. This meant that the family could
use the space more effectively. If they kept all wooden floors and beds, it
would mean that the beds could not be rolled up during the day the way
a futon could. Because the house was small to begin with, this would

result in much less space for the family to move around in since the fixed
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bed would take up considerably more floor space than the futon which
should be rolled up into a small bundle in the corner of the room during
the day. Since this would make it very inconvenient for both the parents
and the other child, they finally decided to compromise and have the first
floor flooring of wood, but the remaining floors tatami.

Responsibility for Managing the Child's Asthma

Another theme of the family experience of having an asthmatic
child was the responsibility for the illness management. There were two
main aspects of this theme: Whose responsibility was illness
management and transfer of responsibility for illness management.

Whose Responsibility

It was clear from the interviews that all fathers expected their wives
to manage most aspects of their child's asthma, including medication,
going to see the doctor, school activities, communication with the doctors
and the school teachers, and so on. When talking about the
responsibility, some of the fathers used the word " makaseru " which
means that they would leave the responsibility to someone else, in this
case to the mother. Although all fathers participated in the management
of the child iliness, especially when the child had an attack, most of the
management was the responsibility of the mother.

Some of the examples of fathers participating in the illness
management are the following: One father said that he did understand a
great deal about his child's illness, even though he did not know about

all the medicine his daughter took. However, he said that since his wife
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often forgot medication for his daughter, he used to ask his daughter if
she took the medicine in the morning, just in case that was a morning on
which the mother had not reminded the daughter. His role also included
talking with the doctor about his daughter's condition when she was
hospitalized or was in the emergency room because of her asthma
attacks.

Another father told about his experience with a school principal.
His daughter was supposed to participate in the field trip (kougaijisshu)
in another prefecture for two nights when she was in the fifth grade.
Although the classroom teacher was not concerned much about this, the
school principal was afraid that she might have an asthma attack at night
and asked one of the parents to accompany their daughter during that
practice. Then the father went to the school principal with the medical
certificate and discussed whether his daughter could go without a parent.
The school principal explained that they did not know how to treat her
when she had an asthma attack, even though both the school doctor and
the school nurse would accompany the class on this outing. At that time,
the father realized that the school principal was frightened that
something might happen to his daughter and he did not want the school
to be responsible for any problems in this regard. At this point the father
became very firm with the principal telling him that he would not hold the
school responsible for any problems resuiting from an asthma attack
during this field trip; he himself would assume such responsibility, but he

did insist that his daughter be allowed to accompany her classmates
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without having a parent present. Finally, the father convinced the school
principal who, after checking with the child's physician, did allow his
daughter to participate in the experience. The father said that the school
teachers were just interested in their salaries, "salary men teacher "

This was not true of all families, however. In another family, for
instance, it was the mother rather than the father who would bring her
son to the hospital both for his regular health checks and for
emergencies. She explained that because her husband worked in the
fish market and had to get up very early in the morning she felt that
waking him up to take the child to the hospital at night would interfere
with his job; besides, she added that she believed that she was better
able to explain the child's condition to the doctor or nurses than the
father.

Another aspect of who took responsibility for the child's asthma
arose when the child was at school. One mother said that she did not
expect the school teacher to treat her child when she had an asthma
attack in school and asked the teacher to call the mother. On the other
hand, there was another mother who said that the school nurse did take
care of her child when she had an asthma attack, though the mother
qualified this by saying that the nurse was not always able to do this if
she was very busy, and consequently the mother requested that the
nurse call the mother if necessary (in Japan, by law, each public school
has a full time school nurse).

In only one family was a sibling cited as taking responsibility for



the asthma. This was a thirteen year-old sister who said that when the
mother was not at home, she asked her sister who had asthma if she took
the medicine and if she had not taken it, this sister would make sure that
she would take it. This particular sister was the one sibling who had
herself had light asthma attack one year ago, and consequently was
somewhat familiar with the disease.

One father said that at the attack the parent could not do anything,
but depended on the doctor.

Transfer of Responsibility for liiness Management

Another important issue around responsibility for managing the
child's asthma was the transfer of responsibility from mother to child.
This transfer of responsibility for illness management seemed to be seen
most clearly in two areas: The child's interface with the school system
and the child's interface with the health care system.

In the data, illness management included medical care
(medication, visiting the doctor periodically), treatment of asthma attack
(including both initial treatment such as drinking water, or taking
medication, and later transfer such as visiting the doctor or emergency
room), and daily life management ( the environment and others, health
promotion and maintenance behavior ).

In the area of medical care, both taking medications and visiting
the doctor were included. In most families, this transfer of responsibility
was suggested originally by the doctor but actually carried out by the

mother.
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herself and her disease.

When one mother was describing her experience with transferring
the responsibility for the medication from herself to her daughter, she
described how she had been originally very nervous about the
responsibility even herself and used to write down all the medicines she
took, but when the doctor finally told her that it was time to teach her
daughter how to take this responsibility, she was relieved. Since the
daughter was in good condition at that time, she did give the
responsibility to her child. She was careful not to keep asking the child
whether she had really taken her medicine since she felt this might cause
the girl to become less responsible. Even though the mother knew the
daughter was a little nervous, she felt it was good for her. In this same
family, however, the father and grandmother, who were also nervous
about whether the child would assume the responsibility appropriately,
used to ask the child if she had taken the medication each time. Finally
the doctor told them that all this questioning was too much for the child,
that she was sick and tired of hearing these question and should be
trusted to take on the responsibility without such constant interference.
After this warning from the doctor, they stopped asking her about her
medicine.

Another mother with a 12 year-old asthmatic child explained how
and why she transferred the responsibility of the child's illness
management from herself to the child. The mother used to manage the

medicine, carefully counting the number of pills and checking to see if the



daughter had taken all of them. However after meeting the doctor, she
changed her way of dealing with the child. She started to think that if the
child had no "jikaku" (self-awareness), she would never be cured. So
she gave the responsibility to her child, but still she was worried about
whether or not her child was doing it correctly. She was afraid that her
child might not be responsible about her medications; consequently the
mother still checked the medicine in secret.

In regard to transferring to the child the responsibility for treating
an asthma attack, two types of information emerged from the data: 1)
initial treatment such as drinking water and medication, and 2) later
medical treatment such as visiting the doctor or emergency room. For
instance, when children had an attack in school and needed treatment
such as drinking water, cupping, or abdominal breathing, they were able
to handle these treatments by themselves even as early as 8 years old
and the parents recognized their child's ability to deal with such
situations on their own.

The mother of an eight year old child said that the child became
able to self-treat because of being taught repeatedly by the doctors and
the nurses during several hospitalizations. She was also learning by
herself, through her experience, which treatments to use and how each
eased her symptoms.

In the school system, mothers of two 8 year old children and two
12 year old children told the teachers in the school that when the child

had an asthma attack or any other problems with the disease in school,
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they should let the child make a decision (makasete ) if she/he would go
to the class or not; this is especially true in the physical education class.

At the time of attack, the mother, and sometimes both parents,
evaluated the severity of the child's condition and decided whether the
child should go to the hospital or not. One father of a 12 year-old child
said that the child was able to understand when she needed to go to the
hospital by herseif and recently she decided and asked the parents to
take her to the hospital, which was not the parents' decision. This child
explained that she knew when she had to go to the hospital.

Another mother of a 12 year old child said that the child did not ask
her parents to take her to the hospital by herself because she was a
patient child, and could wait for or postpone treatment for a few hours.
The mother tried to take her child to the hospital before 12 a.m. or after
about 5 a. m. because the mother felt she was sorry for the medical staff
even though the medical staff said she could come whenever a severe
attack occurred. Contrary to the mother, the father in the same family
tried to bring the child to the hospital whenever she had difficult
breathing. The mother admitted this discrepancy. This child thought she
could manage her attack and wanted the mother to leave her alone, but
her mother usually woke her up when the coughing or wheezing started.
The child explained that her mother told her that she disliked hearing the
sound of wheezing or coughing, so she woke her daughter up.

In the area of the daily life management, for example, one 12 year-

old child explained how she managed her illness in her life in school and
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other places. Because she found that contact with animals triggered her
asthma attacks, she voluntarily chose the responsibility of working on the
class newspaper rather than caring for the class animal. In addition she
tried to do things to increase her physical strength, such as ensemble
(club activity), swimming, and footbase (a kind of baseball for girls). She
did all these things hoping that they might cure her illness, but she is
gradually realizing that doing these things may not cure her asthma. Her
mother said that her daughter lacked "jikaku " (self-awareness) because
she often forgot to take her medication. Her father also described this
child as lacking "jikaku " (self-awareness) even though she was active in
school and other places, because she did not follow his advice about
various things such as going to bed early in order to avoid fatigue.

One mother explained that when her 12 year-old son entered
junior high school she would become worried because this level of
education is known in Japan to be extraordinarily difficult since the
student must study so hard to pass the entrance examination. Although
she had, for years, tried to help her son make his own decisions
regarding his asthma, she felt that this attempt had not yet been totally
successful. But now she realized that it was becoming imperative that he
become responsible for his own care, so she was becoming more and
more firm in her expectations of him. She was making it clear to him that
she did in fact expect him to make responsible decisions. The father in
this family felt that his wife was overly concerned about whether their son

would be able to take on the responsibility of his disease appropriately.
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He felt that, even though the child had not yet demonstrated such
responsibility, he would achieve it naturally as he grew older.

Variations in the Family Adaptation to Life with a Child with Asthma

The last theme derived from the interviews is the theme of how the
family members varied in their adaptation to life with a child with asthma.
Such variation was seen both within and among families.

One adaptation found in the data was the restricting of the child's
activities, or of family's activities. The amount of such restriction differed
greatly among families. For instance, some mothers and fathers
expressed their fear about causing attacks if they allowed the child to
stay over night or travel to other places, and that's why they could not
allow the child to do that. Some families tried to limit the restrictions for
the sibling by allowing the brother and sister to travel with one of the
parents while the other stayed with the asthmatic child. In this case,
usually the mother and the affected child stayed at home. One father
said that when the child asked to go somewhere with her sister and
grandmother, he just said " no" because it would cause trouble with other
people and even these people did not want to take her because if
something had happened they were in trouble. Only if she was with the
parents could she go anywhere.

Within one family, the father explained that when the asthmatic
child's condition worsened, he was no longer able to pay enough
attention to the younger sibling, and the family situation deteriorated to

the point where the father described it as "hell." He often wondered why
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this had happened to him and thought that if he had not married his wife,
he would never have had to suffer like this. He thought this because
there was no asthma on his side of the family but there was on his wife's
side. It was so bad that he could not even think about the younger child
and it even created problems between his wife and his parents. All he
could think of to say to the younger child was " be patient." He felt this
way of adapting was harmful to the younger sister even though the sister
herself never told the investigator about these effects on her. The mother
of this family said that the disease was so severe (a few years ago) that it
had dramatically affected her life, especially her family relationships.
She said that: "It was changed. Totally changed. | myself was changed.
Completely different ...Serving my father-in-law and mother-in-law...| was
reluctant. That was understandable, wasn't it? Because they were not
my own parents. | cried many times. But it was.. After A became ill with
asthma and that condition continued, and she had many repeated
hospitalizations, and | felt it was very hard to part with her: because of all
these things, | thought that | could change myself, my feelings, if it was for
her, and | tried to do my best and did it. | was able to be changed. | tried
not to care about all those demands from my mother-in-law. It should be
alright if | endured it." (Appendix C-5). After this family met the doctor
who is still their doctor now and the child was hospitalized for one month,
the child had dramatically decreased the number of attacks and had no
hospitalizations for one year. Following the advice of the doctor, the

family allowed the child to go outside. With no hospitalizations for about
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one year, even though there might have been light attacks, the family
really got to feeling safe. The father said that the family's life has totally
changed since that time.

However, most families found various ways to lead less restrictive
lives as the children grew up and ililness improved. One mother of eight
year old child controlled her child to stay overnight in friends' house
when the child was young. However, as the child grew up, the child
demanded eagerly to join activities with her friends and the mother could
not keep her inside of the house anymore. Therefore, the mother
allowed the child to stay overnight during limited days and keep calling at
friend's house and asked the friend's parents if she was alright. One
another parents of eight year old child said they allowed the child to go
travel only if the parents accompanied with her. These two families
allowed the rest of family members' travel even though the child could
not join them. One father of 12 year old child said that when the child
was young and the attack was frequently occurred, the whole family
could not go travel anywhere and even near the house they limited the
time in outside or the place for the child. They started to travel after the
child condition was stable and got some security feeling about the travel.
Although there was one mother who, from the very beginning, tried hard
to treat her child as normal so that he would not think of himself as
seriously ill, most families, at least at first, allowed their children
"amaesaseta, " that is, they allowed their children to be dependent on

them and they were very protective toward them. However, later on, most
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families changed their attitude toward their children and began expecting
them to be more independent and to take more responsibility for
themselves. Two father said that they also treated their children as
normal because they were told to do so by the doctor.

The response to the attack was somewhat similar among family
members of the affected children. When they realized that their child was
having an attack, most of the parents described their first feeling / thought
as "mataka" (oh, not again! ). Atthe same time they felt pity for the child
and thought that they wanted to take the place of the child if possible.
The asthmatic children also explained about their attack experiences.
One 12 year old child said that he wanted his family to understand his
difficulty with an attack, because his mother used to tell him "urusaiwane"
(do not bother me! ) and seemed not to express empathy for him.
Actually this mother agreed that she had not been very empathic to the
child. This boy assumed that his friends also thought about his attack in
the same way as his mother. He was annoyed about having these
symptoms and he tried not to bother his classmates when he slept with
them in the same room on overnight school travels.

One younger sibling (seven years old) said that during the time the
parents and the affected child were in the hospital at night he stayed at
home alone and he was scared being alone because he believed that
there was a ghost in the second floor. He was hoping the rest of the
family would come back soon.

Another aspect of helping the siblings to adapt to the iliness
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situation was that during the asthma attack the siblings were excluded
from the immediate situation. Some siblings voluntarily left the home in
order to reduce potential contributions to the attack (e.g., dust from
playing in the house). Other siblings were asked by the mother to leave,
to go play outside.

In summary, the experiences of the family members of having an
asthmatic child were centered around the fam‘\ily adaptation. The
changing family lifestyle, illness management and variations of
adaptation were considered as parts of the whole family adaptation.

Most of the parents said that whatever they could do they did, but
admitted that there were limitations for the family in changing their
lifestyle. Also, most of the parents said that they believed their child
would outgrow asthma as he/she got more physical strength, usually by
the time of puberty or adolescent.

It appeared that there were some gender differences between the
parents in how they experienced having a child with asthma. around their
experiences. The impact on the fathers seemed in general to be less
than on the mothers. The fathers tended to spend more time wondering
about the origin of the asthma, about the most effective treatment, and
about the severity of the child's condition or about whether improvement
was occurring. They were disappointed that despite their efforts the
child's asthma was not cured.

On the other hand, the mothers tended to have more stress

physically and emotionally and more concern about the relationships



with the child than the father. The mothers were closer to the child than
the father physically and emotionally. The fathers took a more supportive
role surrounding the family. The siblings tended to be excluded,
especially at the time of an asthmatic attack.

Besides the main experiences, what was the most difficult for the
family members was described as having them sleep disturbed by an
attack, and causing a sudden disruption of the family's daily life rhythm.
Even the siblings complained about this and the parents said that it

effected their performance at work.
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CHAPTER V
DISCUSSION
The purpose of this study was to eXpIore the experiences of family
members living in a family which has a child with asthma. However for
the purpose of the Master's Research Project (MRP), the discussion will
be restricted to data obtained from the parents, later the data obtained
from the children will be discussed in future work. This chapter will
discuss the findings from the study. After the discussion, the limitations of
the study will be described. Then, implications from this study for nursing
practice will be described. Finally, there will be suggestions for possible
future nursing research in this area.
Discussion in Findings from the Data
There were several important insights derived from the findings of
the interviews. The insights chosen to be highlighted in this discussion
section are not only the typical findings in the data but also specifically
those which can be compared between Japan and America.

Changing Family Lifestyle

Among the family's experiences about changing their lifestyle,
how mothers and fathers differed from each other in their experience as a
result of their child's having asthma were found out. One difference
between mothers and fathers in the Japanese families was the specific
parts of their lives which were disrupted and the extent to which their
lives were disrupted. The specific ways in which their lives were affected

seemed to differ somewhat. For instance, although both mentioned the
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excessive cleaning that was necessary and the expense involved in
obtaining equipment such as a special vacuum cleaner, it was the
mother who actually did the cleaning and kept struggling with its
effectiveness. Most fathers mentioned the importance of their job in
regard to making or not making changes related to the child's asthma:
only one mother mentioned her job in this context. These examples
seemed to reflect gender specific roles in the family, and will be
discussed later. However, the fathers' experiences of not having their
lives much affected or disrupted seemed to be supported by their wives'
devotion to child care. In this study, smoking appeared to be an issue
primarily for the fathers while pets seemed to be more important to the
mother. On the other hand, most of the mothers mentioned the home life
changes and the emotional changes in her family relations while only
one father did so.

In the experience of the family's decision making about changing
their lifestyle in this study, five factors were derived as the most important
factors which influenced the decision making process.

A number of families mentioned the importance of the job,
particularly the father's job, in relation to the child's asthma. In their
accounts, because of the father's job it would be impossibie for the family
to accommodate totally to the child's asthma. On the contrary to the
results, both in Japan and the United States, some similarities were
reported regarding the father's job and moving. A Japanese study by

Yamamoto, Seya, Watanabe, Takano, Uchida, & Inoue (1988) found out
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that 7.4 % of the fathers of severely handicapped children (total was 122)
changed their jobs and 31.1 % of the families moved to another places
when the children were diagnosed as handicapped. However, the
reasons for the changes were not delineated clearly in the paper.
Another study of fathers of children with cerebral palsy in Japan also
noted that one of 12 fathers changed his job because of his chiid's illness
and six fathers (50 %) arranged their jobs to be close to a good doctor.
Anderson (1981), a study in the United States, found that an entire family
moved to another location, necessitating the father's change of job, in
order to seek treatment for the child with leukemia.

At last, even if the parents, especially the fathers, changed their
jobs, the child's asthma might not be cured. Usually, it is difficult to
specify the cause of asthma, and also it is believed that there are several
causes of asthma. On the other hand, like leukemia, if the treatment was
done only in certain places, the father might change his job to seek
treatment because there might be no other perceived choice for this
family.

These results suggest that fathers' decisions about changing
lifestyle might be influenced in part by how the father perceives and
evaluates the child's disease, and its severity, or disease specific factors,
including the need for special treatment or medical facilities near the
family's home. In such sense, it can be said that if the father of asthmatic
child thought the asthma was severe enough and might have been

influenced by the environment, such as jobs or living places (industrial
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area etc. ), he might change his job and move to another place.

When or if a father decides to change or arrange his job to
respond to asthma might be influenced also by the culture in Japan.
Even though men's attitudes toward their jobs have been changing, the
man's job is still central to his life, and consequently to his family's life.
Not oniy is it @ means of financial support, but it in some ways can be
seen as the major focus of his energies. He owes loyalty to his work. He
works many hours. His work relationships are almost as strong as his
family relationships. And he is expected to remain at the same
workplace until he retires. Changing jobs is quite unusual in Japan and
a middle aged man who seeks new employment is likely to be looked at
askance. The prospective employer may well wonder if such as person
has something wrong with his work skills or his ability to get along with
people. It would be likely that the man would have difficulty even finding
a new job. However, American society is currently very mobile. Few
people remain in the same job their entire life. In fact, in certain
occupations, it is the expected norm for workers to seek promotion by
changing employers. Because of this job mobility it is not uncommon for
the middle aged men to look for and find new jobs. In addition to the
issue of mobility is the issue of job centrality. Although for some high
level business executives jobs are the highest priority in their lives, this is
not the cultural expectation for all men. It is not unusual for many families
to view the man's job as a way to support the family financially, but no

more than that.
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Another finding of this study, which was identified as one of
conflicting values, is the parents' habits as related to the child's asthma.
The specific habits mentioned in literature from both Japan and the
United States, and also in the interviews of this study are smoking and
the keeping of pets. In one Japanese study (Uchimi, et. al., 1980), they
conducted a survey with 50 families of asthmatic children and found out
that 70 % of these families had someone who smoked within the family.
A study by Donnelly et al., (1987) in the United States concluded that a
pet was easy to give up but smoking was not. There certainly was some
evidence from the present study that smoking was very difficult to give up,
and frequently the father in the family continued to smoke even though it
is well known to families of asthmatic children that smoking can
precipitate problems for the child. One father did discuss his smoking
and was unable to give it up. Two other fathers did not mention their
smoking, but the researcher noticed a cigarette pack on the table in one
home and in the other home, she met the husband smoking on the back
as she left. Smoking did not occur in one family, but it is not known if
smoking occurred in the remaining families. So it does seem that a
parent's giving up a habit of smoking to improve their child's health is
similarly difficult for both American and Japanese families.

As to the other idea expressed by Donnelly et al., (1987) that a pet
was easy to give up, this was certainly not validated by the one family in
this study who kept replacing their dog even though they knew that this

was not good for the child's asthma, they did, however, believe that it was
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good for the child's emotional development. According to a Japanese
study by Uchimi et al., (1980), 34 % of the 50 families with asthmatic
children had pets, such as cats, dogs, rabbits, and birds. It is difficult to
reach a certain conclusion with such a small sample, however, both pets
and smoking are difficult for some people to give up.

Furthermore, even though the factors which influenced the
decision making process varied from family to family and among the
family members, one important factor appeared to be how the family
perceived their situation, including the severity of the disease and
uncertainty regarding the cause of asthma and asthma attacks. The
family member's values suggested by choices around jobs, smoking
behavior or pets might be influenced by their perceived situation. Mild
asthma may not impact the fathers' jobs because of the belief that the
iliness is not severe enough to change a job or the change will not result
in cure or improvement. If they think or believe that the child's asthma
will be cured due to their lifestyle changes, then they would do so. Or on
the contrary to that, the perceived situation might be influenced by the
family members' value. For example, the person might value a pet so
highly that he/she might convince him/herself that the disease is not
severe enough to give up the pet, or the uncertainty of the causality of the
disease might become the excuse for keeping the pet. Those kinds of
interpretations seemed to be operative especially when the family
members did not change their lifestyle in some parts. They might suspect

that their unchanged lifestyles might result in adverse effects on their



child's asthma, but more than that they might need to keep their valued
lifestyle. Their guilt feeling toward the child might facilitate such
interpretations which might ease their guilt feeling.

Finally, it is important for the family to have the correct knowledge
about the disease to improve or change the family's health behavior or
lifestyle, but health care professionals must also be aware of the need to
carefully assess the family's perceived situation and the factors
influencing their perceptions to improve or change the family's health
behavior or lifestyle.

Responsibility for lliness Management

Probably the typical difference between how the mothers' and
fathers' lives were influenced by this experience was the issue of
responsibility for the child. Interestingly this, in many ways, was quite
similar to what is reported in the American literature.

The Japanese fathers, much like the fathers in the United States,
expected their wives to shoulder most of the responsibility of the child's
illness management. Some fathers in the study used the word
"makaseru " for this situation. This means that with or without
agreement, one person gives his/her authority and responsibility to the
other person. Usually this word implies a trust to the other person. Not
only the father, but also the mother in Japan think about "child care" as a
mother's job even when both parents work equally. The father's role
tended to be as a "helper" or "support " to the mother. Most of the fathers

took some responsibility in certain aspects of the disease such as
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reminding and monitoring the child of medication, instructing the child
and driving the child to the hospital. One father said that his wife was the
expert and whatever she "ordered" him to do, he would just follow this
order. Another father said he was kind of a "messenger boy" between
the mother and the doctor or nurses in the hospital. When his wife
needed his help such as driving the child to the hospital at night he
would do so. This is not so different from what has been shown in many
studies in the United States literature (Anderson & Elfert, 1989: Jackson
& Vessey, 1992; Turk & Kerns, 1985). These studies also indicate that it
is usually the mother who is expected by both the mother and the father
to assume the major responsibility for illness management. Another
reason which might be considered about the woman as a caregiver is
that it may be even though the guilt and blame feelings are common in
the parents of chronically ill children, the woman felt more guilty and
responsible for the child with chronic iliness because the mother brought
the child to the world (Anderson & Elfert, 1989).

There may be some subtle differences hidden within this similarity,
however. The mother's life is more independent in the United State. In
Japan, even if the child has no chronic illness, the mother's life is more
centered around the family and child (Fujimi, 1989). The value that
Americans place on individualism is getting noticed but still not fully
common in Japan and consequently the mother's need to express
herself in ways other than through her child is not as valued in Japan as

in the United States, even when the child does not have a chronic illness.
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Since even the mother with a child without a chronic illness is expected
to center her entire life around her family and children, this expectation
may not be so different from the mother of a child with asthma. In the
United States, however, where the prevailing norm in families with
children who do not have chronic iliness is more likely to be that the
mother is more independent, the enforced lack of independence
resulting from the heavy responsibility for the child with asthma may be
even more difficult to cope with since it so violates American values of
individualism.

Another consideration about the responsibility for the illness
management was the issue of transfer of responsibility from the mother to
the child. The bottom line of this transfer is the child's development,
cognitively, socially and emotionally. How, when, and why the mother
transters her responsibility is also influenced by how the mother
perceives the child's disease, how the mother evaluates the child's ability
to pursue the responsibility, and how the mother evaluates her child's
characteristics which might influence how well the child pursues the
responsibility for the illness management. When the mother wanted to
discontinue the medication in the near future, she might not be active 1o
teach her child about the medicine, such as its name or effect, and also
not interested in self-management for the child's illness, except the most
hecessary ones, such as when to take the medication and the first

treatment like drinking water and abdominal breathing.
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Variances of Family Adaptation

Another area for discussion is the area of the restrictions
experienced by the family and the child as a result of the asthma.
According to the family accounts, these restrictions might be influenced
by the parents' anxiety about the asthma attack itself and also about the
unpredictability of the attack. This seemed to be more related to the
parents' perception of the severity of the disease. The meaning of the
severity is more related to the number of attacks which the child had.
This can be seen as the disease controlling the family life. This
restriction seems to loosen as the child grew up and the iliness course
improved. The child's development forced the parents to allow the child
to be more independent and to expand his/her social life activities.

Such restrictions appear to be common in both cultures.
Vavasseur (as cited in Thomas, 1990) listed such restrictions
experienced in families in the United States who have child care options
and finances. Although all the Japanese families also discussed the
restrictions they experienced in their family life as a result of the child's
asthma, the specific types of restrictions varied somewhat from those
described in American families. Like the issues of the father's work, the
explanation for such differences frequently appeared to be deeply
embedded in the culture. Families in both cultures experienced
restrictions related to travel. However, the reasons for these restrictions
seemed slightly different. For the families in both Japan and the United

States, the restriction occurred frequently because travel would make it
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impossible to care for the child properly. In Anderson's work (1981), for
instance, the factor of the anxiety related to the disease of diabetics was
cited as a reason for keeping the child near the home. Although these
were also mentioned in Japan, the families more often mentioned that
they could not travel because of the hardship this would impose on the
other people. The Japanese value of "meiwaku” i. e., the reluctance of
people to endanger personal relations by "causing trouble" was an
important one in this regard.

Childcare options were found to be importantly restricted in the
American family with a child with chronic illness (Vavasseur as cited in
Thomas, 1990), but this was seldom mentioned in Japanese families. In
Japan, unlike the United States, the parents seldom leave their child in
the care of baby-sitters or other persons not in the immediate family. The
idea of the husband and wife going out to dinner and leaving the child
with a baby-sitter is not common in Japan even for children without
chronic disease. Consequently the difference in child care between
families with children who have asthma and those with children who do
not have asthma is not strikingly different.

The last restriction mentioned by Vavasseur is that of finances.
This also appeared to be different in Japan. Although many American
families appear to be severely restricted financially when their child has a
chronic iliness, the families in this study did not report such problems.
Whether this is because of the general economic differences between

the two countries, because of the type of insurance coverage available in



Japan, or because of the official governmental financial support to certain
asthmatic children as described earlier, is uncertain.

Again because of the small sample size, it is difficult to be certain
that these ditferences between findings are real differences between the
experiences of Japanese and American families or only artifacts of the
sample size. Nonetheless, they are suggestive or important cross-
cultural comparisons that should be incorporated into future studies.

Methodological Issue

Most of the work investigating what the experience of Japanese
family members is when one child in the family has asthma has been
done in the United States. One of the major contributions of the present
work is that, in contrast, the data was gathered in Japan. Because this is
one of the unique strengths of the present study, the discussion also will
address in-depth the cross-cultural applicability of the research
methodology.

The research method used was qualitative. This is a method
becoming more popular in recent years in nursing research in the United
States. In that county it is finding great applicability in investigating
phenomenon in a way that quantitative approaches were unable to. It
provides a way to explore the lived experience of clients in various
setting. There are a number of data collection methods and designs, all
of which are qualitative in nature, currently being used in the United
States. Grounded theory, intensive interviewing, phenomenological

investigation, and inductive inquiry are all qualitative attempts at
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gathering and analyzing data in such a way as to learn more about the
real experience of people with whom nursing deals. The present study
was an adaptation of such methods to the Japanese situation. In the
process of using such methods in Japan several things have become
clear. One issue that may have highlighted cross-cultural differences
was the use of the interview. Interviews have been very successful in
research in nursing in the United States and are considered an excellent
way to elicit in-depth data about people's experience. However,
communication is a culturally conditioned phenomenon and it is clear
that communication in Japan is different than it is in the United States.
Children in Japan are socialized differently than in the United States.
They are not taught to be assertive and to express themselves verbally
in the clear succinct way that American children are. Rather they learn a
communication process that is deeply embedded in the context. Itis
often not considered appropriate to express one's emotions directly and
verbally. The Japanese child learns the fine nuances of communication--
-some of which are verbal, but much of which are indirect, and many of
which are nonverbal. These kinds of communication do not lend
themselves well to the direct questions and analytic techniques
developed so far in the United States for this kind of research. Therefore,
when the interview is conducted to Japanese, the interviewer must be
aware of these features/limitations and be sensitive to the context during
the interview. To prove the validity of the data from the interview, the

multiple examiner might be helpful to reach the agreement of the
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interpretation of the interview data.

In addition to the general communication pattern which is different
than that of the United States, the cultural notion of what topic can be
discussed and with whom they can be discussed and by whom they can
be discussed are also at variance from United States norms. The idea of
discussing the marriage relationship or sexual life, for instance, elicit
considerable embarrassment. The issue of saving face and protecting
family privacy are also important in this regard. The fact that the
interviewer is not part of the family may mean that it is culturally
inappropriate to divulge certain kinds of family information to him/her.
For these reasons, face-to-face interviews may be inappropriate at least
for some type of information and written data collection methods might be
more effective.

Also the translation process was one of the important
considerations from a cross-cultural perspectives. Because the original
interviews were done in Japanese and needed, for this study, to be
translated into English, a number of problems arose. The process of
recording and transcribing such interviews are well known to be time-
consuming projects, but when after transcribing, they must be translated,
the task becomes almost insurmountable without considerable
resources. Part of the issue is simply time and resources, part is
expertise and part is the subjectivity of the translation process. Because
so much of a culture's communication is do deeply embedded in

language and individual's thinking processes are so heavily influenced



by their language, there arises in all cultures fine nuances and shared
understandings which simply have no counterparts in other languages.
Terms such as "jikaku ", "makaseru" and "amaeru" are simply not
translatable. The connotation of such words is rich and culture bound
and English has no analogous concept.

It can be seen then, that the both the research methodology and
the specific findings of this study are rich not only in their own right, but
because they are part of a small but growing attempt in the field of
nursing research to compare and contrast the experience of families in
different cultures struggling with similar health issues.

Limitations

The limitations of this study emanate from two primary sources:
The use of interviews to gather data and the restriction of the information
to the immediate family of the child with asthma.

Because the study gathered data through interviews, it was
possible to get in-depth information from the subjects. This was a rich
advantage to this data collection method. However, there are also some
disadvantages. The first disadvantage is that since interviews are very
expensive in terms of time, energy and money, it was necessary, as it
often is when using interviews, to use a small sample size; only six
families were included. Similarly, because of the large amount of
resources required to use the interview method of data collection, it was
not possible to do more than one interview with any one person.

Consequently, it was not possible to go back to clarify meanings with the
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interviews. Nor was it possible to compare all aspects of the family
members' experience since it frequently happened that a particular
experience was only mentioned in one of the later interviews and there
was no way to know whether those individuals interviewed earlier had
also had such an experience. This limited the researcher's ability to
compare and contrast experiences between families or between specific
members of families and sometimes even between members of the same
family. Other limitations which should be considered related to the
technique of collecting data by interview are age and cultural limitations.
Young children are not always as facile at using this method of
describing their experience, particularly to an interviewer whom they
have not learned to know and trust over time. Social desirability is likely
to be a very serious threat to the accuracy of a report from a young
interviewed by an adult whom they may well identify as an authority
figure of some Kind.

There also may be a cultural disadvantage to using the interview
technique. Although such methods of data collection are becoming more
common and respected in the United State, the experience of
researchers using such interviews may be different in Japan than in the
United State. The cultural norms for expressing oneself, for whom it is
appropriate to express oneself to and what issues are appropriate to
discuss with someone outside the family as well as who in the family is
considered the appropriate spokesperson are quite different than in the

United State. All these limitations to the use of interviews for collecting
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data must be considered when reading this study even though the
researcher felt that the richness of the data far outweighed such
disadvantages.

Another limitation to be kept in mind is that the family members
interviewed were only the immediate family members, i. e., mother,
father, and children. Neither grandparents nor other relatives were
interviewed. Particularly in Japan, such extended family members may
be very important in influencing the experience of all concerned. For
instance, of the families in this study, three of the six families lived with
their grandmother. Frequently these extended family members are
important sources of emotional and/or instrumental support, or the source
of stress. Such members of the extended family may give serious
problems with anxiety or guilt and may be the ones who deal with the
child and the asthma attacks when the parents are not home. Currently
this situation is occurring more frequently because of the trend toward
having both parents working, and these parents tend to ask their parents,
especially grandmother, to take care of their children during daytime.
Health care givers might benefit greatly from understanding their
experience in more depth and might be able to provide much more
effective care to the family as a whole. However, because of resource
limitations, it was not possible to include them in this study and this must
be considered a limitation.

Implications

In spite of these limitations, this study does provide a rich data



base for not only clinical practice, but for research and theory
development as well. It provides clinicians with in-depth knowledge of
just how various family members experience their lives with the children
with asthma. It is important as pediatric nurses and family nurses that we
begin to understand more fully how iliness in one family member affects
the lives of all other family members. This study is certainly a good
example of that happening. Although clinicians often deal only with the
child suffering from the disease, such a study as this makes it clear that
this is only a small part of the picture, and to do truly holistic care, the
clinician needs to take into account many other aspects of the family life
such as those described by the informants in this study. Issues such as
whether to use tatami or wooden floors, whether to ask the siblings to
leave when the child is having an attack, how to go about transferring the
responsibility of the management of the iliness to the child are all
important issues for the family, as these families have clearly explained
in their interviews, yet they are not issues with which the clinician has
traditionally been involved. Hopefully this study will sensitize clinicians
working with children with asthma not only to the needs of the child
him/herself, but also to issues of the other family members.

Similarly, although this study has a number of limitations, it serves
as a useful pilot study of the experience of Japanese family members
living with a child with asthma. It is hoped that this will serve as a starting
point for similar research in the future. Such research could expand this

work in a number of directions. Certainly expansion of the research to
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families living with children with other chronic disease such as diabetes
and rheumatoid arthritis should be studied. Other useful research in this
area would include longitudinal work which would follow families from
the time of diagnosis through the later stages of childhood. This would
correct for the retrospective limitation of the present study.

Including family members from the extended families such as
grandparents, aunts or uncles would aiso be a useful direction in which
to expand this pilot study

This study could also provide the groundwork for future research
involving assessment and management strategies for the clinician
working with such families. Assessment tools might be derived from the
information given be these families and then researched as to their
usefulness. Intervention techniques such as anticipatory guidance
interventions based on the information shared by these families might
also be constructed and tested empirically.

Finally, there are implications not only for the clinician and
researcher, but for the theoretician as well. Analyzing these findings as
they relate to family functioning theory should be very helpful to future
theory development in this field.

Summary

The number of chronically ill children has been increasing both in
the United State and Japan. In both countries, asthma is the most
common disease and the number of this population has also been

increasing.



The literature related to the chronically ill children and their
families in the United States were reviewed and used as a base for this
study. From this work an interview guide was derived to investigate
systematically the experience of these families. This study was
undertaken in order to get a beginning understanding of family members'
experience of having an asthmatic child. Family members included in
this study were fathers, mothers, siblings, and the child with asthma. All
were interviewed one time except one child. A total of 26 family
members in six families who had a child with asthma were each
interviewed separately .

Three major experiences were identified from the interview data.
1) The individual family members' experience of making decisions
regarding changes in their family lifestyle, 2) Responsibility for managing
the child's asthma, and 3) Variations in family adaptations to their child
with asthma.

These data were then analyzed and compared with the data
available from the literature published in the United States and Canada
and Japan and suggestions were made to explain both similarities and
differences between the experiences of families in different cultures but
with similar health concerns.

This will hopefully be the beginning of a clearer understanding of
family members' experience when the family has a asthmatic child. This

study also contribute to the chronic iliness literature in general.
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Appendix A-1

Interview Guide (Enaglish version)

A. Demographic data:
. Mother, father, child
Sex: male, female
Age (Grade):
Occupation:
Religious:
Income:
Level of education:
Diagnosis:
Onset of child iliness:
10 Treatment schedule and follow up schedule at out-
patient clinic
B. To parents
1. What does it mean to be the mother /father of a child
with asthma ? (Tell me what it means to you personally)
1) How does it change your life and/or your family
life?

©ONDUHWN -

(Probe for daily life,business life,
relationship among /between family,
physically, emotionally,financially)
2) How does it change your attitude toward
-disease
-medical staff
-health care system
-school
3) What happens when plans need to be changed
because of the asthma?
How do you feel about it?
What does it mean?
4) What have you gained personally (as a family) by
the experience of caring for a child with asthma?
5) What has been most difficuit personally by the
experience of caring for a child with asthma?
C. To children
The purpose of these question is to explore the meaning of having
a sibling with asthma or having childhood asthma. Because of the
potential range of age and development for these children is so broad,
the following are only examples of how the investigator will approach the
question of meaning.
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1. What is it like to have a brother/sister who has

asthma?

2. What do you think would be different if ( person) did

hot have asthma?

(Probe for understanding effect of having asthma
or asthmatic brother/sister on school life
academic achievement, physical activities, peer
relationship)

3. How does it feel to you when your brother/sister has

an asthma attack?

(Probe for change plan, scare to death)

4. Have you ever thought you might get asthma?
(Probe for understanding of etiology and scare of
possibility to develop asthma)

5. How do you think your brother/sister get asthma?
(Probe for understanding of etiology of asthma and
possible guilt feeling)
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Appendix A-2

Interview Guide (Japanese version)
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Appendix B-1

Invitation to the participation in the study (English version)

| am a graduate nursing student in Oregon Health Sciences
University in the United States. This study is a requirement as a master's
theses in graduate nursing program. This study is under supervision of
faculties in Oregon Health Sciences University.

The purpose of this study is to explore the experiences of
Japanese family who have a child with asthma.

Although participating in this study will not be of immediate benefit
to you, the information you contribute may benefit other families of
asthmatic children.

If your family (a father,a mother,siblings over 7 year olds, and a
child with asthma) chooses to participate in the study, each of you will be
interviewed separately. The interview will take approximately 15 minutes
to one hour. The questions will include such things as "What does it
mean to you having a asthmatic child?" "How does it change your life
(daily life, business life, etc)?" These interviews will be audio-tape
recorded. If you feel uncomfortable about any questions, you are free to
refuse to answer these.

Your family's participation in this study is completely voluntary and
you may withdraw from the study at any time without penalty or loss of
benefits to which you are otherwise entitled. During the process of
transcription, your name will be deleted and pseudonym will be
substituted. Only the investigator and her research committee (Oregon
Health Sciences University) and a Japanese nurse expert will have
access to these transcriptions. The recorded tapes will be destroyed after
the study. Neither your name nor your identity will be used in the theses.

Please explain to your children about the study, and do not force
them to participate in the study.

If you prefer that the interview take place outside of your home, the
transportation fee to the place of interview will be paid by the investigator.
Otherwise, there are no costs associated with your participation.

It there are any questions about this study please feel free to ask
the investigator any time. the investigator's address and telephone
number are followed;

Masako Ono

c/o Ms. Kamiizumi

1-22-12 Kakinokizaka, Meguro-ku, Tokyo 152
03-3723-3272

If you decide whether agree to participate in this study or not,
please send me back the reply postcard attached this letter by using
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stamped envelope. If you agree to participate in this study, the
investigator will contact with you and discuss about the interview date

and place.
Thank you very much for your cooperation.

July ,1991
Masako Ono
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Reply letter (English version)

My family understands this study by the enclosed explanation
letter and explanation by the investigator (Masako Ono).
As a result of each family member's decision; (please check either
response)
My family agrees to participate in this study. ()
My family does not agree to participate in this study. ( )

Signature(Father)

Sighature(Mother)

Address

Telephone Number

73



Appendix B-2

Invitation to the participation in the study (Japanese version)
199174198
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Reply letter (Japanese version)
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Appendix C

Japanese Transcripts
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