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Health Care, Crisis Management, And The Third Gender

The Disruption of Childhood Illness and Death in the Lives of Japanese Women
Shigeko Craighill Saiki

Abstract

This study describes how Japanese women transformed their selves during the

disruption of having a child become ill and die. Thirty-three Japanese women whose

children had died of cancer were interviewed and the data was analyzed qualitatively.

In Japanese society, women and mothers are thought of as being different. There

are three genders: men, women, and mothers. This distinction profoundly affected the

methods and resources these women used to deal with the disruptions these events

caused.

When their children's cancers were diagnosed, it destroyed the center of these

women's worlds and they had to deal with the unknown world of cancer. The women, in

their culturally defined roles as mothers, became the main protagonists in the battle with

their children's cancers. They became be-te-rans (veterans), which meant being able to do

four things: maintain a sense of emotional stability; act as sentinels to protect the child

from unnecessary physical agony; maintain a stabilized life for their children and the

families, and mobilize resources so that they could concentrate on caring for the child.

The three conditions for becoming a be-te-ran were: the cultural expectations of the

mother's role, acting as the main caretaker for the child, and time.

The caring process had more variations between the women and a greater effect

on their changes than the grieving process. These experiences created two selves: the

socially expected self and the shifting self. While they were maintaining the socially

expected self as the main caretakers of their children or as mothers whose children had

died, they were also transforming their subjective selves. After the death of their

vii



children, they reintegrated their symbolic world and their own biography. As a result,

the women discovered their lives had changed in significant ways.

This study can be used to understand families and their involvement with health

care systems, especially when a family has a child with a chronic or terminal illness.
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1. Introduction

I learned from my daughter's attitude toward her treatment. She naturally
accepted the situation as it was and tried to be relaxed with the situation
although that was terribly hard. She was amazingly strong. I learned what it was
to be strong. I also learned that worrying about the future and regretting the past
does not help. She was only six years old when she died, but she taught us many
things. Since she fought with the illness as much as she could, we have to live in a
way that would not shame her (Mrs. Q).

This study addresses the transitions experienced by Japanese women who had

children that died of cancer. In this study, the onset of cancer and the death of a child

are seen as major disruptions in these women's lives. In Japanese society, children are

considered to be "bun-shin" (an integral part) of their mothers. Raising healthy children is

thought of as one of the most important tasks in a woman's life. Therefore, the illness

and death of a child is a critical event in the life of women. Their children's diagnosis

initiates major life transitions for them.

The women in this study experienced disequilibrium during these transitions. A

transition is defined as a turning point, or a shift in direction. A transition may include a

change in identity, in sense of responsibility, and in feelings about one's self. These

transitions also have potential for psychological development (Mercer, Nichols, & Doyle,

1989).

Women's reactions to disruptions can be seen as "culturally produced responses

to change, in which efforts to create continuity after a disruption emerge as a complex

cultural process (Becker, 1994, p. 30)". The participants in this study tried to cope with

the disruptive situation in culturally appropriate ways in order to stabilize themselves.

"Coping" is used here to mean the constantly changing cognitive and behavioral efforts

made so as to manage specific external and/or internal demands that are appraised as

taxing or exceeding the resources of the person (Lazarus, 1984).

Culture molds not only values, ways of thinking, and social relationships, but

also the self. "Self" is a concept, an object, a process, and an essence (Marsella, 1985). In

this study, the women's self is seen from a perspective that emphasizes the motivation
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<>r function of coping with disruptions. Culture molds not only values, ways of thinking,

and social relationships, but also the self (Marsella, 1985) as well as ways of coping.

Kashiwagi (1983) suggests that the Japanese language does not have as large a

vocabulary as English to refer to the self. This may be related to the notion that Japanese

people put a great emphasis on social identities rather than personal identities

(Gudykunst & Nishida, 1994), and emphasize within-group harmony and conformity

(DeVos, 1985). Japanese use different communication modes when referring to self (I)

depending on the situation, such as watashi, watakushi, atashi, boku, ore, their first name,

or even their role (e.g. mother, father, teacher, et al.). This indicates that people are

always defined by their relationships and obligations to others (Kondo, 1990). The

Japanese self is inescapably intertwined with the social environment and always changes

depending on the context (e.g. Lebra, 1976, 1992; Kondo, 1990; Bachnik, 1992). If a

woman has a child with a serious illness or loses a child through death, she is seen as

radically different from other persons, which affects her sense of self.

In recent sociological and anthropological theories, the self has been

conceptualized as being inconsistent, with changes depending on the context of self and

the social environment (Ewing, 1990; Rosenberger, 1992). Ewing uses the word of "self

representations" which are "embedded in a particular frame of reference, are culturally

shaped, and are highly contextual (p. 273)". When the context changes, a person shifts

her self without losing a sense of continuity and reconstitutes herself into a new self

(Ewing, 1990). Once the person has changed and acquired a new self, she cannot go

back to her old self (Strauss, 1959).

In this study, I examine how women perceived their disruptions, transitions, and

transformations in retrospect with an emphasis on the sequence of shifting selves

throughout the transition. During their transitions, the women in this study acquired

what Strauss (1959) refers to as a "temporal self". Strauss used that term to refer to

mourners after a death, but in this study it also accurately described the situation that

.





cºccurred during the period of caring for the child. This temporal self is one in which the

social environment recognizes the extenuating circumstances and shifts its expectations

of behavior. Therefore, after their children were diagnosed, the women acquired selves as
"mothers who have children with cancer" and "mothers who are the main caretaker".

After the child died, they then acquired selves as "women who have lost their children."

These temporal selves were sometimes in conflict with the women's subjective sense of

self. Since the temporal self is, in a sense, a culturally expected task, it sometimes

caused dissonance with the woman's new subjective self, especially after the loss of the

child. For example, several women mentioned that they were annoyed by the

expectations of others that women in grieving should always express sadness. In their

subjective selves, they tried to break away from this image and be "stronger independent

women".

In the first two chapters, the basic outline of the study and participants will be

described. In this chapter, the process of collecting data, an overview of the

participants, and how they perceived the difficulty of losing the child compared with

losing another family member will also be described. Then, the underlying elements of

Japanese culture which affect the experiences the experiences of women in the process of

caring and losing their children will be described in chapter 2. Then, the women's

experience from the onset of the child's illness through the grieving process is described

in order. The process of developing and integrating the new self within the context of

caring as will be described and examined in chapters 3 to 6. The women called this

process becoming a be-te-ran (veteran).

After their children died, the Japanese women underwent an extended period of

grieving. They experienced the basic tasks of grieving, which included integrating

representations of the deceased child into their selves (Volkan, 1981). Grief is defined

subjectively. Grief is the mental and physical response to the loss; whereas mourning is

the social experience of grief (Stephenson, 1985); and bereavement is the emotional state

■



arid behavior of the survivor following the loss (Riley, 1968). The experience of grief

affected the women's selves, and their view of living and death. This process is

clescribed in chapters 7 and 8.

Identity is a "reasonable and consistent set of assumptions about one's own self"

(Parkes & Weiss, 1983, p. 160). Identity shifts with the shifting of the self. Even though

a woman has other children and she is still a mother to others, she loses her relationship

with the deceased child and this subsystem in the family is gone. Therefore, losing a

child might mean the loss of a part of the woman herself, the loss of her identity as a

mother, the loss of the strong and unique relationship with the child, the loss of the

confidence in her ability to raise children, and the loss of her expectations for the future

of the child (Edelstein, 1984). In the place of these losses, the woman may develop

several new identities: an identity based on a continuing relationship with the deceased

child, an identity based on a sense that her obligations to the child (including that of

being the main caretaker) are over after the death, and an identity based on the child's

continued existence which effects her thoughts and behavior (Parkes & Weiss, 1983).

Through the period of disruption in which they maintained temporal selves, the

Japanese women's selves were shifting, as they underwent further changes which resulted

in new selves. This process is described in chapter 9.

Mothers as the Third Gender

In Japanese society, there are few role options available to women other than

being a mother. Women and mothers were historically treated differently. "Women are

stupid, but mothers are wise. Women are weak, but mothers are strong" is an old

Japanese saying. It implies that there are three genders: men, women, and mothers.

The image of mothers changed during World War II. Mothers were seen as quiet

and submissive before the war (Lebra, 1976), but during the war the image of mothers

changed and they came to be seen as strong and self-sacrificing. During this period,



+++ others were expected to give their children to the national cause (the war effort) by

sacrificing their own feelings toward their children. In contrast, after the war, mothers

were encouraged to fulfill their duty by making sacrifices for their children (Amano,

1984). They came to be seen as aggressive and domineering (Lebra, 1976). Currently, the

role of Japanese women as mothers is emphasized and mothers are rarely described as

women in the media (Yano, 1984). The image that is promoted implies that the ideal

mother is selfless, self-sacrificing, and totally self-giving to her children (Kondo, 1990).

She is not identified as a woman, a wife, or an independent individual.

The Japanese concept of mother is an integral part of the cultural ethos

(Yamamura, 1971). This concept is summarized by the phrase, "nothing can be stronger

than a mother's love." It means there are certain images that mothers are expected to

conform to and criteria they are assumed to meet. "Mother" is an idealized term which

creates an image of close attachment, security, and warmth for Japanese adults (Iwao,

1993). Since women grow up with these societal influences, they often follow the path of

the mother image which society expects. They may accept the cultural stereotype of

mothers without any questions (Lebra, 1984).

Mothers are encouraged to become the guardians and educators of their children

since it is believed that a woman's natural instincts equip her for the role of nurturing

(Nakamura, 1976). They are totally responsible for the child's care. Mothers must not get

sick, because a role change is almost impossible (Lock, 1980). They are also expected to

have bosei (the qualities associated with mothers) without any hesitations, although the

concept of bosei is not clear (Hanazawa, 1992; Ohinata, 1988). There are not many

studies regarding motherhood or mothering in Japan. Researchers who studied bonding

and the perceptions of mothers just focused on the time of pregnancy and delivery

(Ohinata, 1988). Motherhood and mothering are not clearly defined and they are

perceived to be intrinsic to the nature of women (Hanazawa, 1992). However,

motherhood is based on biological functions, personality, and an individual's personal





History, which means that a mother may be influenced by her own mother and the

culture in which she grew up.

With these perceptions which prevail in the Japanese cultural context, I use the

term "mother" from now on, although from a more universal standpoint "mother" is only

one of the possible roles available to women.

Issues of Data Collection

The difficulty of studying one's own culture is due to the problems involved in

creating enough distance between the researcher and the cultural environment (Ohnuki

Tierney, 1984). I used several strategies and tried to address this potential shortcoming

as much as I could. First of all, in the middle of collecting data from Japanese mothers

who had experienced the death of a child, I interviewed American mothers who also had

children who had died of cancer. I tried to sensitize myself to the differences not only in

the data but also in the process. I got more information about cultural norms from

American mothers (or perhaps more importantly, what they understood those cultural

norms to be) because they did not assume that we shared these norms. However, I

recognized that I got more in-depth data from Japanese mothers because they assumed I

understood their perspectives in the process of analysis.

Second, working with mothers who had lost a child was a new experience for me.

I picked a topic on which I had not previously worked. I had previously worked with

mothers who had children with chronic illnesses or disabilities.

Third, Italked with Japanese mothers who have healthy children about their

identity and relationships with their children in order to compare them with the

participants in this study. Many participants described their dissimilarity with mothers

who have healthy children and their similarity with other mothers who also have lost

children. They developed their own subculture at least for the time they were in grief.



These strategies were not perfect, but helped me to be more sensitized during the

collection of data.

In order to get a general sense about these participants, I conducted a series of

pilot interviews while I was in Tokyo from July through August, 1991 and in December

of that year. I interviewed 13 families who had lost children to cancer within three years.

I was able to interview six sets of parents, seven mothers and nine siblings. Through this

experience, I realized that the main caretaker for the sick child was always the mother,

and the mother was the leader while the father was a cooperator. These mothers tried to

resolve their problems within the context of the relationship between the parents. The

way in which a husband shared the wife's burdens greatly influenced their relationship.

Also, all of the mothers told me that their world view and perceptions of life and death

dramatically changed; they became stronger or more independent than before (Saiki,

Martinson, & Inano, 1994).

For the study described here, I interviewed a total of 33 Japanese mothers. I

spent seven months from September, 1992 to March, 1993 in Japan and met with 32

mothers. I met with one additional mother in December, 1993. They all had lost a child

within five years except for one mother who had lost a child seven years before. I

interviewed this mother in order to see how the longer period affected her perceptions.

Finding rules regarding the appropriate length of time since the death seems difficult to

derive since the relationship between the parents' symptoms or the siblings' problems

and the length of time since death has not been systematically studied previously. Many

previous studies agree that the impact is severe within two years after death of the child

(e.g., Payne, Goff, & Paulson, 1980). In my experience interviewing 13 Japanese families,

the first year after the death seemed to be the hardest period for families and the second

to third year seemed to be the period of transformation and accommodation to death

within the family. Therefore, a range of five years from the loss was chosen for this

study.
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I also interviewed a mother who had lost a child to a different disease

Chemophilia) in order to see if there were the differences created by a different situation

or treatment. In order to clarify the data, siblings who were 5 to 18 years old when the

sick child died as well as fathers were also interviewed when possible. Regarding the age

of the surviving siblings, many researchers agree that death is first understood between

five and seven years of age (Speece & Brent, 1984) or by about 60% of 5-year-old

children (Lansdown & Benjamin, 1985). Therefore, siblings from 5 to 18 years old were

thought of as appropriate participants. Twelve fathers and 10 siblings talked with me.

Since the topic is sensitive, obtaining participants was difficult although mothers

were very interested in talking once they decided to participate. I got 27 participants

through an organization for parents, three participants through hospitals, and three

participants through word of mouth contacts with my participants. Initially, a

socialworker from the organization, a head nurse, a physician, or the previous

participant contacted prospective participants, then I called them and explained my

project. Because of this screening system, I did not have a chance to meet mothers who

did not want to talk with me.

Japanese mothers usually prepared beverages and snacks for me. At first, they

clearly treated me like a guest. There are polite and casual speaking styles in Japanese. I

always used the polite style and they used the same. The interview usually took two

and half to three hours, yet sometimes more time was necessary. Two mothers continued

to talk for over six hours, despite my efforts to end the interviews. With time, mothers

usually became relaxed. It was not necessary for me to ask many questions because they

usually talked without stopping. In the beginning of the interview, I always asked them if

I could tape record our conversation. Only one mother refused; I took notes with her

permission.

Mothers often cried during interviews when they talked about the difficulties

they experienced during the child's illness or the situation of their children's death. Their
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~~ay of speaking was sometimes not clear, especially when they were talking about

things that upset or frustrated them, or had to do with things they felt were particularly

Private. They also tended to use words like "that" or "it" and I often needed to ask them,

"What was that (it)?" They would even say,"I expect you understand what I mean, don't

you?" This was often difficult because they expected me to feel same as they did. This is

what Ohnuki-Tierney was describing when she said, "Native anthropologists share a

problem with their informants: We take our own customs and behavior for granted

(1984, p. 16)".

At the end of the first interview, I asked mothers to fill out questionnaires and

send them back to me (I used results of these questionnaires as a supplementary

reference for this study). They usually sent the questionnaires back to me within one

month along with a letter. In the letter, they usually wrote a thank you, their feelings

after the interview, information they wanted to add, and/or encouraged me in my work

on the study. Several mothers wrote that talking with me gave them a chance to organize

their feelings. As was suggested by Hutchinson, Wilson, and Wilson (1994), the benefits

of participating in research interviews, such as catharsis, self-acknowledgement, and

self-awareness, were evident. One mother even sent me a $50 train pass for visiting

other participants with a memo, "This money came from my part-time work. I really

wanted to give this to you for your study. We need this study."

The data were collected, analyzed, and then verified. After each interview, the

data was examined closely on a case by case basis, coded line by line, and each case

was compared with the others. After this was completed, I wrote up my memoranda.

Since I was trained in the U.S., I usually used English terms for coding English data.

However, for this study I naturally used Japanese terms for concepts relating to Japanese

culture. Because of this, both Japanese and English terms are used in my coding. Through

this process the properties and dimensions of the core categories and their subcategories,

including their inter-relationships, emerged and I could develop the story line and draw

---
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ciiagrams of the relationships relating to the phenomena. Finally, I selected key cases

which were either typical or obviously atypical in each core category and closely

examined the cases again. I translated key cases' data into English. In order to avoid

\being hindered by changes in meaning due to translation, I used direct Japanese terms

when I could not find appropriate words in English.

Half of the mothers were visited or contacted by phone or letter more than twice.

I decided to do so for various reasons, such as if their experience was of particular

interest to me or different from the experience of others, or when I had questions after I

listened to the recording of the interview. When I contacted them the second time, they

were casual and friendly from the beginning and often used a casual style of speech.

After I returned to the United States, I interviewed 17 American mothers from

May, 1993. This group of participants is half the size of the Japanese group. I tried to

pick participants who had similar backgrounds in terms of the length of time since

death, diagnosis of the child, age of the child at death, when the child died, gender, and

period of illness. American participants were more open from the beginning and tried to

explain their feelings more than Japanese participants did. They defined words if these

words were not common and made sure I could understand their feelings. They seemed

to want to teach me what happened and how they felt. As for religion, they tried to

explain their perceptions in a way I could easily understand. One mother even gave me a

Bible in Japanese to help me understand.

One of the main reasons for this kind of behavior was they knew I came from a

different culture. Another reason was due to the way people interact with someone they

do not know well in the two cultures. In Japanese culture, people do not express their

true feelings until they know each other well, whereas in north American culture people

are expected to express themselves even if they do not know each other very well

(Gudykunst & Nishida, 1994). American mothers' experiences of caring for terminally ill
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children as the main caretakers and then losing these children revealed some unexpected

similarities and differences when compared to the experiences of the Japanese mothers.

Consequently, after I conducted the interviews in the U.S., I felt that I had

become more sensitized to the Japanese data and found I had more questions I wanted

to ask the Japanese mothers. So I visited six of the Japanese mothers again in December,

1993. I also added one more Japanese participant because I felt I needed to study a

mother who was strongly influenced by religion in a similar way to what I had seen in

the U.S. Therefore, the experience with American mothers helped me analyze the data,
but will not be described here.

Overview of Participants

The backgrounds of the 33 mothers in this study implies what sort of situation

exists for the typical Japanese mother. In this section, their demographic data, marital

Status, religious background, the deceased children's data, and other conditions which

affect the situation are described. As is generally true in Japan, these mothers tended to

focus on their role as mothers, not as wives, or women, or career women.

DemographicBackground

These mothers were 32 to 50 years old when I interviewed them. The average age

was 38.6 (SD=4.3) years old (Table 1). They (25 out of 33) lived mainly in the Tokyo

area (Tokyo, Chiba, Saitama, and Kanagawa prefectures) which is the main political,

cultural and population center of Japan. Even though Japan is a country about the size

of California, there are distinct regional variations. For example, there are eastern and

western regions with slightly different cultures and dialects (Miyanaga, 1991). For this

reason, I included five participants who lived in the eastern part of Japan, one

participant from Kyoto, which is an old, traditional city with its own distinctive culture,
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and four participants from Nagasaki Prefecture, a rural area in the southern part of

Japan.

Table 1

The Age of the Mothers (N=33)

age 33-35 36-40

| number 9 13

| % 27.3 39.4

The average age of their husbands was 41.7 (SD=5.1) years (31 to 52 years old).

The majority of them (24 out of 33) were white-collar salaried employees, mostly of big

companies or in public administration, four husbands had their own small businesses,

one husband owned a mid-sized business, one husband was a skilled laborer, and

another husband was a pastor (N=31). The economic status ranged from lower-middle

to upper-middle (Table 2). The majority of the families (69.7%) received over $80,000

per year. They belonged to the upper middle class. In order to reduce the bias of this

factor, I compared mothers whose family income was high to mothers whose family

income was not high. Their features were not different.

Table 2

Family Income per year" (N=33)
F E =

income $20,000- $40,000- $60,000- $80,000 - || over $100,000
$39,999 $59,999 $79,999 $99,999

number 1 7 2 12 11

3.0 21.2 6.1 36.4 33.3

*converted at the rate of ¥100 = $1.00 U.S.

As for the mothers' educational background, 13 (39.4%) mothers had graduated

from 4-year colleges and 11 (33.3%) mothers had graduated from 2-year colleges (Table

3). In 1990, 15.2% of all college age women in Japan studied in 4-year colleges, while
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22.2% of college age women attended 2-year colleges (Fujin Kyoiku Kenkyu-kai, 1991).

This indicates a preference for 2-year institutions among women. Therefore, the

participant group was better educated than the average Japanese woman. However,

their attitude toward health professionals and decision making did not relate to their

educational background. As for the mothers' occupations, all the participants in this

study were housewives or were able to quit or reduce their working hours once their

children became ill. There were no obvious differences between mothers who were

basically housewives and mothers who had jobs or quit their jobs in order to care for

their children. None of the mothers continued their full time jobs without reducing their

working time during the period when they were caring for their children. Since some

mothers have more limitations on their time and are not able to reduce their work load in

this way, their experiences and perceptions should be different from those of the

participants in this study. This is a limitation of this study.

Table 3

The Educational Background of the Mothers (N=33)

education TFor Year TTTwo Year High School Junior High
College College School

number 13 11 8 1

% 39.4 33.3 24.3 3.0
ll- EE

A majority of the mothers had had two or three children when the deceased

children were alive (Table 4). The average number was 2.33 (SD=0.7). This is greater

than the national average in Japan, which in 1992 was 1.80 (Fujin Dantai Rengo-kai,

1993).
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Table 4

Number of Children in the Families* (N=33)
IF- =;

number of 1 2 3 4
children

number 3 18 10 2

% 9.1 54.5 30.3 6.1
H

Marital Status

All the participants except two were still married to their first husbands when

they were interviewed. As shown in Table 5, the length of marriage when they were

interviewed ranged from 6 to 32 years and the average was 13.8 (SD=5.3) years. Two

=ll
*just before the deceased child's death

mothers had been divorced and one of them had married a second time after she lost her

child.

Table 5

Length of Marriage (N=31)

years 6×x<10 10<x<15

number 7 10

% 22.6 32.3

Since society expects women to be mothers, there is tekireiki (appropriate

marriage age for bearing children) in Japan, which usually means around 23 to 25 years.

Women who are older than 25 and are still unmarried have recently been labeled

Christmas cakes because nobody is interested in buying a Christmas cake after December

25th.

The participants' personal history corresponds to this cultural assumption since

half of them got married between the ages of 23 and 25. The range of their age at

marriage was from 18 through 29 years and the average age at marriage age was 24.6
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(SD=2.7) years. Since the average of women's first marriage age was 25.9 in 1991

(Japanese Health and Welfare, 1993), these participants' average was slightly younger.

One of the mothers said, "I was working in a small company after I graduated from a

two year college. After I worked there for five years, people started asking me when I

would quit my job and get married. These questions started to come increasingly often. I

thought now was the time I should marry and felt I needed to find someone as soon as

possible. I tried several interviews to find an appropriate husband."

Ten of these mothers had arranged marriages. Three of these were of a pattern

similar to the previous example; that is, they responded to assumptions about social

roles required of women. Another three had arranged marriages in order to keep the

family business going. One these mothers grew up with two sisters. Since her older sister

married a company worker and her younger sister was adamant in her decision not to

help her parents with their business, this woman had to get a muko-yoshi (adopted son

in-law who assumes the wife's family name).

The other four arranged marriages were in response to the parents wishes. After

one mother had graduated from a 4-year college, she had worked for a company for four

years and then prepared for marriage for three years in her parents' house. Then she met

her present husband who came from a family of distant relatives and had a background

similar to hers. She decided to get married because she thought he seemed gentle to

elderly people and her parents liked him. She became a housewife without any

hesitation after her marriage.

ReligiousBackground

Religious concepts in Japan tend to be vague since Buddhism and Shinto coexist

and they are both so connected to daily life that people are not really conscious of them.

People are expected to use these two religions for the appropriate occasions in their life,

so that rituals of birth and marriage which are related to Shinto and death which is
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related to Buddhism. Because the great majority of Japanese have some degree of

relationship with Buddhism, and the majority of the participants in this study (29 out of

33; 87.9%) observed the rituals of Buddhism or Shinto, this discussion will be limited to

the concepts and rituals of Buddhism. Among the other four mothers, two were

Christian and two participated in recent religious movements.

Japanese often say that they do not have any religious background. The biggest

reason for this is that Japanese buddhists do not keep in regular contact with their

temple. Although each family is usually associated with a particular temple, they only

ask the priest of their temple to visit their houses to chant a sutra twice a year, and for

certain ritual occasions. However, Buddhism has become a part of their daily life as will

be described in the following section on ritual.

Komatta toki no Kami danomi (When the danger passes, God is forgotten) is a

common Japanese saying. Many mothers said that they had more contact with shrines

and temples during the child's illness. They did not totally believe that this helped their

children, but they used it as a source of psychological support.

Background of The Deceased Children

Nineteen of the deceased children (57.6%) were boys and 14 (42.4%) were girls

(Table 6). The children died when they were one to 19 years old, with an average age of

8.0 (SD=4.3). The majority of them died before the age of seven (Table 7). The length of

illness ranged from 2 months to 10.4 years. Almost half the children were ill between one

and three years. The mean was 2.7 (SD=24) years (Table 8). As described in Table 9,

over half the children were diagnosed as having leukemia. Brain tumors were the next

most common ailment.



Table 6

Gender of the Deceased Child (N=33)

gender Boy Girl |
number 19 14 |

% 57.6 42.4

Table 7

Child's Age at Time of Death (N=33)

age 1<x<4 4×x<7 | 73.<10 10<x<13 133-16 || 16.<x<20

number 6 11 4 5 4 3

º-
% 18.2 33.3 12.1 15.2 12.1 9.1 –

Table 8

Period of Illness (N=33)

years x<1 1<x<3 3<x<5 5<x<7 10<x<11

number 8 1 4 7 2 2

% 24.2 42.4 21.2 6.1 6.1

Table 9

Diagnosis of the Deceased Child (N=33)

Diagnosis number %

Leukemia 18 54.5

Brain Tumor 8 24.2 |
Malignant Lymphoma 2 6.1

Others (Neuroblastoma, William's 5 15.2
Tumor, Hepatoma, Osteosarcoma,

Rhabdomyoma)
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As described before, with one exception, all of the mothers lost their children

within five years of the interviews. One mother who did not fit this pattern was

interviewed in order to view the influence of length of time from the loss (Table 10).

Among the participants, the average length of time from death at the time of the

interviews was 2.6 (SD=1.5).

Table 10

Amount of Time Since the Child’s Death (N=33)

years x<1

number 6

% 18.2
=

Other Conditions Which Affect the Situation

The differences in the children's illnesses influenced several conditions which had

significant effects on the individual situations. The progression of the illness was the

most significant condition. This does not just mean the length of time the illness took to

run its course, but also whether the physical impact was severe or mild. Since any major

convalescence requires hospitalization in Japan, the length of hospitalization correlates

to the severity of the illness at any given point. Even though the children were ill for the

same length of time, some children relapsed often and faced serious situations and

others did not. The total length of hospitalization of the participants varied from 2

months to 35 months (Table 11).

Table 11

Total Length of Child's Hospitalization (N=33)

months 3<x<6 6<x<12 12<x<18

number 2 8 8 10

%

18334 || 243:36

2 3

24.2 24.2 30.3 6.1 9.1 |
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The length of the mothers' stay in the hospital affected the situation as well. This

factor is related not only to the seriousness of the illness, but also to the amount of

worrying the mothers went through, the hospitals' rules governing the parents' ability to

stay in the hospital, the child's age, and the family situation. Generally speaking, if the

mother stayed in the hospital longer, she had more stress. The mothers stayed in the

hospital from 4 days to 35 months (Table 12).

Table 12

Mothers' Total Time Spent in the Hospital (N=33)

months <1 1<x<3 3<x<6 6×x<12 || 12<x<24 || 24-x<36

number 7 7 7 5 4 3

% 21.2 21.2 21.2 15.2 12.1 9.1
== ====ll

The Difference Between Losing a Child and Another Close Family Member

People usually say that losing a child is the most difficult experience a person

can go through. In this section, the difficulty of losing a child is compared with the

difficulty of losing a parent. Nine mothers in the Japanese participant group had lost

parents as well as their children. Four of them lost a parent after losing a child and

another five lost a parent before they lost a child. All of them said that losing a child

was much more difficult than losing a parent. The main reason they gave was the

assumption that children were not supposed to die before their parents. However, just

50 years ago in Japan there were often cases of children who died before the parents.

Another reason mentioned was "because children were 'bun-shin' (an integral

part) of their mothers". The women emphasized their roles as mothers when explaining

their feelings toward their children. In the same way, the women were also bun-shin of
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their mothers, but no one acknowledged this in their explanations. The mother of Mrs. L

died a half year before her daughter's death.

When my mother died, my daughter was in bad condition, so I could not do
anything for my mother and just went to the funeral. I did not tell her anything
about my daughter's illness, but I believed that she accepted my situation. I feel
sorry for my mother. I always remember my deceased child but not my mother,
although both of them were important to me. The feelings I have toward my own
child is very different from the feelings I have toward others. It is clear. So I think
my deceased child might not have felt as sad as I if I had died before her. But it
is all right. A mother's love toward her child is special.

Of the five mothers including Mrs. L who had lost a parent before they lost a

child, three of them had lost a parent while their children were ill and within a year lost

the child as well. Because of this, they could not care for their parents, but also could

not pay enough attention to their parents' death. All of them expressed guilt about their

deceased parents because they were unable to care for them, but they did not express

many sad feelings about this.

The secrecy that surrounded their parents' illness and the process of treatment

and convalescence were similar, but the mothers pointed out several differences in caring

for their parents and children. There were more resources available for caring for a

parent, such as the other parent, siblings, and professional care-givers. They could take

turns taking care of the parent. It meant they could share the responsibility and stress of

caring. Another big difference was that the death of an elderly person was natural and

acceptable. They could accept it more easily.

Another two mothers lost their fathers six years and twenty years before. Both

mothers were interviewed twice with a year's interval between the interviews. However,

they did not say much about the loss of their fathers. Of course, they were sad, but they

clearly said, "Losing my child was much harder." The fact that both of their fathers died

suddenly and that they did not have a chance to care for their fathers might have

affected to how they felt.

||
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Four mothers lost their fathers from one to three years after they had lost their

children. All of them said that they were satisfied with the care they were able to give

their fathers and could cope well after the loss because of their previous experience of

losing a child. One mother lost her father one year and three months after she had lost
her son:

My father seemed to lose his desire to live after my son died. When he was in his
terminal stage, we cared for him in his house because this is what he wanted. My
mother and Islept next to his bed every night. Since my mother always went to
sleep quickly, my father and I would talk for a long time. I was sometimes sleepy,
but we shared precious moments together on these evenings. I wanted to do it
because I could not do it before my son passed away. Losing a parent was very
different from losing a child. Although I was sad, I could accept the death as
natural. It is natural for our parents to die before us. Also, I had experienced
losing someone whom I loved before. It may have reduced the shock of facing a
loss.

Another mother told a similar story:

My father was diagnosed with cancer two years after my child's death. I am
happy to have been able to take care of my father. I could use the skills which I
mastered when my daughter was sick. It was sad losing a father, but he was
already 78 years old. I was not as sad as when I lost my daughter.

In sum, losing a child was a much more difficult experience than losing a parent

for these mothers. This is illustrated by an old Japanese saying, "Oya no omou hodo ko wa

omowazu. (Children do not care about their parents as much as parents care about their

children)."Although people often think that the first experience with death is the most

traumatic, the order of the loss did not effect the emotional consequences in these cases.

Only one mother had experienced the loss of a sibling. Her brother died when she was 5

years old. When her daughter became ill, she remembered her deceased brother.

He was one year older than I and was a naughty boy who always teased me, so I
felt somewhat relieved when he died although I was sad at the same time. I had
totally forgotten the death of my older brother until the onset of my daughter's
cancer. I felt that my brother tried to take revenge on me, so I prayed to God to
protect my daughter until she was six years old, which was the age when my
brother died. There was no logical reason for this, but six years old became a
magic number for me.

:
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This mother felt that losing her sibling was not extremely difficult and was very

different from losing her child.

Since none of the mothers had lost their husbands, they could not actually

compare these situations. However, they often said, "The pain of losing a child cannot

compare with that of losing a husband. I can say my husband is not bun-shin and my

child is. I am much closer to the child." Response to a death depends on the relationship

with the deceased, the closer relationships cause deeper sadness (Volkan, 1981). The

tight cohesion between mother and child causes more sorrow in the grieving process.

º º
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2. Mothers In Japanese Cultural Context

Culture influenced the ways in which the women coped with the illness and

death of their children, re-integrated their world, and the transformations that resulted.

In this chapter, Japanese culture as it pertains to this study will be described.

Japanese culture has traditionally been shaped by Confucian philosophy and

ethics. The emphasis on the importance of the ie (household) over the individual has

been a characteristic of this Confucian ethic. The ie is perceived as a corporate, living

organism that includes a past, present, and future. The family continuum encompasses

not only the present generation, but also ancestors and those members yet unborn

(Nakane, 1972).

Under the ie system, women and mothers are treated differently. Once women

become mothers, they have to reduce their own desires, hopes, and emotions (Amano,

1984). It means they often sacrifice their own career, their role as women, their role as

wives, and so on for the welfare of their children. In this chapter, I will briefly describe

aspects of Japanese society such as the framework of human relationships, the identity

of Japanese mothers, the role expected of them, the relationship between parents,

perceptions of death, and rituals as sources of support during grieving.

Human Relationships in Japanese Society

The Japanese self changes depending on the context (e.g. Lebra, 1976, 1992;

Kondo, 1990; Bachnik, 1992). There are two dichotomous criteria to this change: uchi

(inside) and soto (outside); omote (front) and ura (back). The ie concept clearly divides

human relationships into those inside the family and those outside the family. This is the

framework for Japanese social relationships. The emotional distance and dependency on

someone also stems from whether that person is from uchi or Soto.

Uchi refers to family or blood relations. Soto refers to strangers or others who

have no social involvement with the uchi. In the middle is the giri (mutual obligations).

:
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This refers to relationships which involve a bond of moral and social obligation

accompanied by a feeling of debt between colleagues, friends, neighbors, or in areas

where it has become officialized. Some relationships can be seen as belonging to either

uchi or soto. The presence or absence of enryo is used as a gauge in distinguishing between

uchi and giri (Doi, 1971, 1985).

The concept of the inner and outer sectors of the ie divides Japanese human

relationships (Figure 1). In Japanese patterns of behavior, enryo refers to the restraint a

person imposes upon himself in interactions with others when he is offered help, a treat,

a gift, and the like. The same term describes both polite hesitation to accept a desired

offer and polite refusal of an undesired offer (Lebra, 1976). Enryo is not found in uchi

(blood-kin) relationships or Soto (stranger) relationships, but there is enryo in giri

relationships. In the case of uchi relationships, the absence of enryo is due to amae, which

is the mutual interdependency of family members. In the case of outer soto relationships,

enryo does not exist because strangers are not concerned about their interactions (Doi,

1971, 1985).

Soto (outer)
stranger

relationship

Uchi (inner)
bloodkin

relationship

Enryo (consideration)
[] No Enryo

Figure 1. Human relationships in Japan (adopted from Doi's theoretical model, 1971)

i
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Close friends and neighbors sometimes develop strong relationships which do

not have enryo, but this is not common. Therefore, the only group from which a person

can ask for something without enryo is the uchi.

Due to this ie concept, a Japanese family is not comfortable receiving support

from outside. In the pilot study, mothers tried to resolve problems within the context of

family. Mothers usually bear all the responsibilities regarding the sick child. There was

almost no support from outside the families (Saiki, Martinson, & Inano, 1994).

The dichotomy of omote and ura is another criterion by which the relationships

are divided. Omote refers to the face that is exposed to public attention, whereas ura is

the mind that is hidden from public eyes. In other terms, Uchi-soto is a scale of

engagement and detachment and omote-ura is a scale of distance and intimacy.

Depending on the situation, boundaries between self and others change (Doi, 1985;

Kondo, 1990). Lebra (1976) uses these two criteria to create a scheme of situational

domains. The combination of uchi and omote, which would mean a juxtaposition of
i

internal relations and public face does not occur. Lebra suggests three domains: the

combination of uchi and ura into an intimate, Soto and ura into an anomic situation, and

Soto and omote into a ritual situation.

The Identity of Japanese Mothers
.

Ie is a framework by which the role of each family member is divided (DeVos,

1985). Under the traditional ie system, Japanese women were treated according to the

principle of danson johi (predominance of men over women)". An old Japanese proverb

implies that women cannot have a will of their own, for they must obey their parents in

their childhood, their husbands when married, and their sons in their old age. Getting

married and giving birth to children, hopefully boys, was the only way for women to get

a stable position in society. Therefore, a woman's identity was strongly related to being

a mother. In other words, women did not have a stable position in the family if they
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could not give birth. Umazume was the term used for a woman who could not give birth

and San-nen ko-maki wa saru was a common phrase explaining that a wife could not

complain about a divorce filed by her husband if she did not give birth to a child within

three years after marriage.

Many traditional values in Japan were dramatically changed after World War II.

The ie system weakened, ideas about equality between the genders came from the U.S.,

and education started to give equal opportunities to both genders after World War II.

Women came to recognize that they were being treated unfairly. This tendency has been

criticized in a famous phrase, "Women and stockings became stronger after World War

II."

However, being a mother is still considered a major identity for Japanese women.

At the center of Japanese mothers' lives are their children (Iwao, 1993) and women who

do not have a child face difficulties in Japanese society (Ohinata, 1992). Also, a survey

shows that only 38.3% of women and 28.6% of men questioned, oppose the notion that

"husbands should work outside and their wives should be housekeepers," (Sorifu, 1992)

even though many women are as well educated as men. Japanese nuclear families still

inherit some features of the ie system.

Yamamura (1971) develops an interpretation of the mother image by analyzing a

dramatic series on TV, a radio talk show, text books from around 1960, and a survey of

juvenile delinquents (Figure 2). The basis of this interpretation is images of mothers who

devote themselves to their children and see the children as their reason for living (ikigai)

("mothers who go through hardships", "mothers who make their children their ikigai").
Once the children understand their mothers' situations, the mothers become the

children's motivation to achieve ("mothers as a source of motivation"). The children

work toward their goals with their mothers' support ("mothers as supporters"). When

they face problems, they return to their mothers' place ("mothers as salvation"). The

children have strong ties to their mothers ("mothers as emotional objects") and the

-
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support of appreciative mothers. At the same time, the children feel guilty because they

cannot repay their mothers' love and expectations ("mothers as a source of guilt").

Yamamura concludes that the mother image itself is an object of value ("mothers as

objects of value").

Mothers as sources of

_” motivation s
Mothers as sources of Mothers as

guilt supporters

Mothers as objects of
value

Mothers as
salvation

Mothers who go
- Mothers who make their

through hardships || – children the ikigai

Mothers as
emotional objects

Figure 2 The structure of the concept of motherhood in Japan (Yamamura, 1971)

Although this analysis is based on old sources, Japanese still maintain this image

of mothers. It is not surprising that young women conform to this image of mothers.

Mothers are the main agents of their children's socialization and child rearing is

often the basis of their identity. There are dependency relationships and a cohesiveness

in mother-child interactions. The mother has power to protect the child, she has to be an

overall caretaker, she desires to indulge her children, and she devotes her life to their

welfare (Lebra, 1976). This causes the development of an identity in Japanese mothers

which is centered on two entities: self and child. It can also be described as a filiocentric

-
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icientity, which is the mothers' tendency to identify themselves in terms of their

relationship with their children (Lebra, 1984). A typical example of this is that Japanese

mothers usually call themselves "mother" in their conversations with their children. They

do not use "I". This is related to their perspective that the mother's self is never separate
from the child's.

Children also form strong emotional bonds with their mothers. Studies propose

that even when children become adolescents, they are still emotionally united with their

mothers (Takahashi, 1968ab, 1970, 1974; Kato, 1977).

Mothers' Expected Role

Women are recognized as the caretaker of both their husbands and children. One

study reports that 53% of 116 Taiwanese mothers and 84% of 120 Brazilian mothers

strongly agree with the opinion that husbands have to share the work of raising their

children, whereas only 15% of 700 Japanese mothers strongly agree with this opinion

(Hanazawa, 1992).

The average number of children in a Japanese family was 1.80 in 1992 (Fujin

Dantai Rengo-kai, 1993) and housework has become easier because of the development

of electronic appliances. Mothers are expected to concentrate on rearing "good" children.

After World War II, many theories on the importance of mothering, including the

attachment theory, arrived in Japan from the West. This sometimes negatively influenced

Japanese mothers.

Along with the eagerness to raise children, mothers sometimes become nervous or

even neurotic due to the pressures of child-rearing. Mothers who assume all the

responsibility of raising children and are eager to do it suffer from greater anxiety about

the process (Makino, 1988). They also become too bossy or too over-protective for their

children and it sometimes causes illnesses in the children (Kyutoku, 1979).

-
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Since the first priority of Japanese mothers is raising children, they tend to stay in

the house instead of working outside. The number of professional housewives was down

to 49.0% of all married women in 1987 (Keizai kikaku-cho, 1992). However, many

mothers work part-time (under 35 hours a week) and many full-time workers quit their

jobs when they have children. This phenomenon is related to the assumptions held by

many Japanese companies, which expect women workers to stay there just four to five

years. Since companies expect women to do the odd jobs, young women without career

objectives are enough for them. This situation tends to reduce women's motivation to

work. Only 14% of 1407 mothers respond that women should keep their jobs even after

becoming mothers (NHKyoron chosa-bu, 1992). Hanazawa (1992) reports that 80% of

116 Taiwanese mothers and 44% of 120 Brazilian mothers respond that they should

continue their work even if they have to ask others to take care of their children, whereas

just 4% of 700 Japanese mothers agree with this statement.

Over half (19) of the participants in this study quit their jobs when they got

married. Although eight of them had graduated from 4-year colleges and six of them had

graduated from 2-year colleges, they said, "It was natural for me to quit my job. I never

thought about working after I got married."

One mother's personal history was typical of the mothers in this study. After she

graduated from a 2-year college, she worked as a teacher in a junior high school until she

got married. She always made her children a high priority in her life. She sometimes

worked, but she limited her working time so that she was always in her house when her

children came home from school. She said, "It is a stupid idea for mothers to work

outside. Raising a good child is the most valuable thing in life." She used all of her salary

for her children's tuition and children's supplies: "I have never cared how much their

educational costs were. Even if I could not eat or buy anything for myself, I would give

them a good education." Having a child who was always a good student was the main

component of her identity.
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There are few chances for women to get a good position in Japanese society,

especially if they are mothers. Women do not want to be handicapped because of their

obligations as mothers, but there is no good day care system for children. It is very

difficult to continue working if there are no other resources for support. Nevertheless,

there were six mothers in this study who valued both being a mother and having their

own careers. These six mothers had support from their husbands, their mothers, or

mothers-in-law and had continued to work in their field. After their children were

diagnosed as having cancer, four of them who were working in their family business

reduced their work time in order to care for their children; and another two mothers quit

their jobs when the children's condition became serious. Once there is a disruption in the

family system, keeping their jobs was too hard for these mothers.

One mother felt she should keep her job throughout her life. She got married to a

classmate at her university. Her husband shared the new ideas about how husbands

should also participate in child rearing and housework and shared these duties with her.

Doing both the mother's work and her job was difficult, but she persisted for seven

years. When the child became ill, she decided to stay in the hospital because she could

not trust the staff. She felt that she had to protect the child. Her husband wanted to

take turns staying in the hospital with her, but the hospital did not allow men to stay

overnight. She took a leave of absence for a while and then decided to quit her job.

Relationship Between Parents

Since motherhood is treated as the third gender, other roles of women, such as

wife, are not valued in Japanese society. When the family is seen as a system, the

mother-father relationship is the central sub-system in the U.S. However, the mother

child relationship is often a stronger sub-system in Japanese society. The results of a

survey suggest that many Japanese mothers prioritized their tasks in the order of 1)
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raising children, 2) preparing food, and 3) maintaining a good relationship with their

husbands (Hakuho-do, 1993).

Once a couple become parents, they are expected to act as parents, not as a

couple anymore. Children are always at the center of Japanese families. A coalition

between the mother and children is often formed against the father. Hakuho-do's (1993)

survey shows that many mothers have stronger bonds with their children than with their

husbands. This structural isolation of the father comes from his social obligation to his

business associates, which means he works long hours and does not spend much time

with his family (Befu, 1986). Therefore the fathers' understanding of their children tends

to be poor (Kashiwagi,1983). Even in families that have children with a chronic illnesses

(insulin dependent diabetes), the fathers have little medical information and little

understanding about illness management issues. In these families, the fathers tend to

been aware of how their wives feel about managing the children's illness and do not

become emotionally or physically involve in the children's care (Takaki et al., 1984).

The amae (dependency) between Japanese husbands and wives is established in a

context in which they take each other for granted (Doi, 1987). Sharing the intimate

aspects of self and the communication of emotions are not considered to be of

importance in the parental relationship (Hendry, 1981; DeVos, 1985). Generally

speaking, the amount of communication between Japanese parents is less than between

American parents. Since Japanese fathers usually spend a long time outside the home,

parents are only able to talk to each other at night and on the weekends. Even if they

have a chance to speak, the main topic of their conversation is usually what their

children are doing. Also, there is not much privacy for the parents because Japanese

houses are small and structurally open and parents generally do not go out as a couple

for entertainment after they have a child. In addition, many parents sleep with their

young children. It is difficult for parents to have time for just the two of them.
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There are many couples who cannot understand each other, even though they do

not separate or divorce because these options are not well accepted in Japanese society.

(The divorce rate in Japan was 1.45 per 1,000 in 1992, one third the U.S. rate - Fujin

Dantai Rengo-kai, 1993). The general belief is that parents should not divorce since they

have a responsibility to their children; people who divorce are often seen as immature.

In addition, there is a tendency to dismiss with a sense of resignation solutions

that would cause social disruption. This tendency toward resignation is one which is

characteristic of the Japanese psyche and is often expressed in the phrase, Shikata ga nai

(Nothing can be done ■ it cannot be helped). It often results in a situation that is

described in the popular phrase, Katei-nairikon (Divorce within the concept of marriage -

Hayashi, 1986). In the cases which Hayashi describes, relationships between husbands

and wives are dysfunctional, but they try to continue to keep the appearance of a

family. Each couple has various reasons for this, but in all the cases that were studied

the couples reported that they could continue their relationships because they did not

have sexual relationships within the marriages (Hayashi, 1986). Of course, there are

many Japanese couples who maintain good relationships and communicate well.

However, the Katei-nai rikon can be seen as one common type of relationship that exists

between Japanese husbands and wives.

These underlying elements of Japanese culture affect the experience of mothers in

the process of caring for and losing their children. Their identities as mothers is at the
core of their motivation to be the main caretakers of their children.
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3. Becoming a Be-te-ran (Veteran): Transforming self

The preceding chapter described the context of cultural role expectations in

which mothers were encouraged to become the main caretakers. An outstanding feature

of the Japanese mothers who were interviewed was that they were the major caretakers

and organizers of caretaking for their sick children. Certainly mothers in most cultures

carry the main responsibility for their sick children. However, Japanese mothers, when

compared to their American counterparts, bore a much larger share of the responsibility.

They were usually the solo caretaker. In this chapter, how mothers kept their emotional

stability and how they transformed their selves will be described. Also in this chapter,

and extending through the following three chapters, will be a description of how mothers

organized their duties and coped with the world of cancer.

Fighting with Cancer

The mothers often described their experiences using the metaphor of a war. They

would refer to the experience as a "battle" and a "fight with the disease". They described

the sick child as a "little fighter." This usage revealed their expectation that the child

would fight with cancer and be brave about the treatments. Mothers were proud of their

children if they were brave. Supportive husbands and other supportive persons in the

care of their children were referred to as "war-buddies". Good and others (1994) also

point out that Japanese physicians often use the fight metaphor in discussing the disease

process, such as chokisen (a long term fight), cancer as an enemy, and their own role as

co-fighters.

This tendency is not only a Japanese phenomenon. Sontag (1977) points out that

the military metaphor started to be used in the field of medicine in the 1880's when

bacteria were identified as a cause of illnesses. Americans also use the metaphor of a

fight for cancer, in phrases such as a "fight" or "crusade" against cancer, "cancer victims",

or the "killing" of cancer cells (Sontag, 1977).
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However, the Japanese use of the battle metaphor is much more widely applied.

It is used for major competitions that also have clear results within a certain limited

time, such as entrance examinations for schools (juken senso) or for competition for jobs

(shushoku senso). An additional feature of the war metaphor is the sense that no sacrifice

is unreasonable. This means that people do not make practical calculations as to the

benefits and costs in a war because it is perceived to be an emergency situation (Sontag,

1988). There is the possibility that the war effort will destroy the warrior as well as the

enemy.

Japanese have exactly opposite attitude toward jibyo, which is an illness carried

by a person throughout his life, such as high or low blood-pressure, rheumatism, or a

weak stomach (Ohnuki-Tierney, 1984). In the case of jibyo, people see themselves as

trying to keep a balance or be careful about their health (yojyo) and have absolutely no

sense of fighting with it. When jibyo is compared to cancer, cancer is considered more

serious since there is a strong possibility of death (or an end to the conflict) within a

short period. It also requires many sacrifices during treatments.

All the mothers felt that caring for their fatally ill child was the hardest

experience in their lives. At the time of the onset of the crisis they did not realize they

had the strength to endure this ordeal. However, they became able to cope with the

situation with great courage and strength. Several mothers said, "I became be-te-ran

(veteran)" in the course of caring for their children. They used the English term, veteran,

with Japanese pronunciation: be-te-ran. Although be-te-ran does not imply that they were

soldiers and it is used in a way that is closer to the term "expert" in English, the word be

te-ran seemed to be appropriate for this situation since these mothers referred to the

situation by using war metaphors. Within the war metaphor, be-te-ran also refers to one

who has survived a war, an analogy that fits the mothers exactly.
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Dealing With the Initial Shock

Mothers reacted intensely to the announcement that their children had cancer.

This was a disruption in their lives and went against the shared cultural expectation

that life should be continuous and without any major disruptions. They always related

to the episode with great emotion as if they were experiencing their own illness. Their

stories were very clear and detailed; they could describe how and when things happened

and exactly what the physician said. It was obvious that they went over these episodes

many times in their minds. The announcement unexpectedly resulted in the mothers

being put in a unknown world.

Destruction of the Known World

Because the mothers had taken their children's health for granted, they were

shocked by the announcement. It destroyed their "known world". The

following quote was typical of the reactions of mothers when their children were

diagnosed as having cancer.

All mothers believe their children must be healthy, don't they? My daughter had
never developed any major illnesses before. She was healthy and ordinary. Can
you imagine how shocked I was?

Similarly, many mothers stressed that their children were very healthy before the

onset of cancer. The emphasis on the fact that "He (She) was healthy and ordinary" can

be translated in implicit Japanese communication to mean that her child had become

"unusual" after developing cancer. This is related to the notion that "being like everybody

else" is encouraged in Japanese society (Lebra, 1976) and stigma is attached to cancer.

Stereotypical image of cancer in Japan. Every illness has a certain stereotyped

image in each culture. In Japan, cancer is considered to be more serious, different, or

special when compared to other illnesses due to the uncertainty of cause and the

frequency of death associated with it. Since in Japan a cancer diagnosis is seen as

equivalent to imminent death (Ohnuki-Tierney, 1984), there is a national "cancer
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phobia." This distinctive image of cancer is not unique to Japan, for example, Sontag

(1977) describes the negative image of cancer in the U.S. However, when the Japanese

press hid Emperor Hirohito's pancreatic cancer diagnosis in 1988, it might have been

considered strange by people in other countries. Many Japanese also doubted the news

reports because Hirohito's physician was not clear in his explanations of the illness and

a rumor spread that the Emperor might have cancer.

Childhood cancer, especially leukemia and brain tumors, has a particularly

strong image because of how it has been portrayed in the mass media. The mothers in

this study mentioned that their images of these two diseases were mainly based on their

knowledge and memories of comic books and dramas about leukemia patients which

they read or watched when they were children. In these stories, the hero or heroine

would develop leukemia or a brain tumor and would die in the end. The image of these

diseases which was left with these mothers was of an incurable, terrible, and sad illness

which does not happen to common people.

Cancer as stigmatized disease. The Japanese rate of childhood cancer (3.4 per

100,000 in 1989) is almost the same as U.S. rate (3.3 per 100,000 in 1988). However,

Japanese tend to be more secretive about cancer, which comes from the sense of

stigmatization felt by the mothers. Goffman (1963) defines stigma as a mark or taint

and which assigns an unverifiable set of personal characteristics, such as weakness,

incompetence, and vileness. A stigma disqualifies one from a normal social identity

(Saylor, 1990).

Perceptions of what constitutes a stigma depends on the society (Becker &

Arnold, 1986). Cancer is stigmatized not only in Japan, but also in the U.S. For example,

Sontag (1988) writes that her motivation to write "Illness as metaphor" came from the

stigma attributed to cancer patients. However, stigmatized individuals in small

homogeneous societies are more likely to accept the negative perceptions of their stigma
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than similarly stigmatized individuals in heterogeneous societies (Becker & Arnold,

1986). In addition, since Japanese share similar cultural norms, there is a high value

placed on adhering to them. As a result, Japanese are easily stigmatized once they have

some features which differentiate them from others, such as a child who is ill.

Regarding the stigmatization of diseases, AIDS has recently been getting as much

or more attention than cancer. What is interesting is that the Japanese mass-media

compares AIDS to cancer, whereas the American mass-media compares AIDS to

bubonic plague, leprosy (Namihira, 1990), or syphilis (Sontag, 1977). All of these

diseases are stigmatized in each society. Why does the Japanese mass-media choose

cancer as a basis of comparison although cancer is not a contagious disease? Namihira

(1990) suggests four similarities in the images that both illnesses have: 1) no definite

treatment for either illness, 2) fear, despair, and pain leading to a certain death, 3) the

perception that both are more or less caused by previous behavior, and 4) difficulty in

separating pathogenic cells from the patients' body.

On the other hand, the big differences between these two diseases are the

awareness the patients have of the illness, where the secrecy is directed, and who feels

stigmatized. In the case of cancer, patients sometimes do not know their diagnosis while

their families usually are aware of it. Therefore, the secret is kept from the patients. This

means that the families feel stigmatized for having a member with cancer, while the

patients themselves do not feel stigmatized if they do not know what their diagnosis is.

In contrast, AIDS patients usually know what their diagnosis is and sometimes try to

keep it secret from others, including their families. In this case, the patients obviously

feel the stigma attached to AIDS. These situational differences are controlled by the

perceptions and policies of the society, culture and medical sub-culture.

These factors discouraged them from openly discussing their children's cancer

with others. As one mother said,

I felt like I had been struck hard. My child was not usual, my family was not
usual anymore. I felt like I was isolated from the common world. I always asked
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myself why did this happen, why? I often woke up during the night and cried. I
hoped it was a dream.

The mothers felt that they had became different from others, often creating a

sense of isolation. They embarked on the "battle" alone against an unknown enemy

without adequate guidance or armor. At the same time, they acquired "temporal selves".

Several mothers said, "I automatically received a status as a mother who had a child

with cancer. I just had to fulfill the obligations of this status."

Search for Meaning. Destiny and/or Guilt

The mothers always went through the agonizing question of "Why did my child

become ill?" There were usually two perspectives: They would approach the issue with a

sense that it was just destined to happen and out of their control, or they would feel

they were personally guilty because of some fault of their own. They sometimes used

both perspectives, but the mothers usually expressed one of them more strongly.

Cne third (9 of 33 mothers) of the mothers had an uncomplicated view of

destiny. The common characteristics among them was that they were very practical or
they had strong religious convictions. One mother said that she tended to approach
everything practically.

This is destiny. Of course, I wondered why my child was chosen to be a cancer
Patient. We've never won a lottery and have always been ordinary people just
like everyone else. Why my child —. However, I knew that reason was still not
clear. So I thought it was destiny.

This mother felt that her family was chosen to be "not ordinary". Because the cause of
“ancer was not known, she felt that it was due to destiny, not someone's fault. In her

case, her knowledge lead her to think this way. However, many mothers did not think
this way although they were well enough informed. Despite this concept of destiny, the

mothers still fought the cancer.
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Two thirds of the Japanese mothers felt some sense of culpability. The sense of

culpability was based on one of the following two perceptions: the notion that the child

is bun-shin (an integral part) of his or her mother; or that the mother could be personally

blamed for misjudgments in the way she raised her child. The first idea of bun-shin came

from the sense that the child was another manifestation of the mother. Mothers who felt

guilty tried to absolve themselves or forget it, but this seemed to be difficult. Their

husbands usually did not share their sentiments and the mothers felt that men were
different from themselves.

Since my son is a bun-shin of me, I always felt guilty and blamed myself after he
developed leukemia. I could not give him a perfect body'. When I brought up this
issue, my husband and I quarrelled because he did not share my feelings. He
could not understand my feelings because he did not give birth to the child.

The idea that their children are bun-shin of themselves is very common among

Japanese mothers. The two main explanations given for this perception are that the

mothers keep the child in their body for ten months before it is born (Traditionally,

Japanese count months from the beginning and so refer to the pregnancy as being 10

months), and that mothers bond very strongly to their children in Japan. The mother

child subsystem is stronger than the parental subsystem in the Japanese family system.

Another mother said, "Since the child is the bun-shin of the mother, the mother can do

anything for the child. Children are the most valuable thing for their mothers, absolutely

more valuable than their husbands." The strength of the mother-child cohesion is

exemplified in the case of one mother.

This mother studied law when she was a college student. There were few female

students in her class in those days. She had a westernized perspective toward family

and parental roles before she became a mother, however her ideas changed dramatically

after she had her own children.

Before I became a mother, I thought that I would prefer my husband and would
not be too close to my children. However, once I became a mother, I found the
children became more important than my life — and of course, more important
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than my husband's life. My children are my bun-shin. I hoped to save my
daughter's life even at the cost of my own.

The mothers who held the second perspective blamed themselves for the onset of

the child's disease. They felt guilty and believed they had failed in their role as mothers.

Another mother regretted that she misjudged her daughter's symptoms and could not

identify the child's disease early.

I disciplined my daughter very much and did not see the disease developing
early. I misunderstood her when she did not want to go to the school because she
was tired and had a stomachache. I really regret it. I did not trust her even for a
short time. Mothers should be sensitive about their children's situation. I had to
fight her cancer myself in atonement for my blame.

Moreover, half of these mothers believed their children's cancer was their

mistake. One mother attributed her son's cancer to the fact that she allowed him to be X

rayed when he was a baby, 10 years before the onset.

When my son was diagnosed, I remembered that he had. taken when hewas a baby. I've heard that X-rays can cause cancer. Although the physician
denied it, I believed that this caused the leukemia. Of course, this became a
source of my sense of guilt and pushed me to concentrate on caring for him.

The sense of guilt both mothers had became a strong motivator in caring for the

child. Many mothers in this group shared the same sense of guilt and this often became a

source of additional energy in caring for the sick child. They tried to rectify their sense of

failure in their maternal identity by concentrating on providing good care for their

children during their illnesses.

Stabilizing the Life of the Sick Child and Family

Through the experiences of caring for the child, the mothers became be-te-rans

(veterans) and felt stabilized in the face of disaster. They had the confidence to handle

the children's lives with cancer as long as the children's conditions were stable. They also

regarded "the cancer as a chronic illness". They changed their ideas toward cancer and
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were not afraid of cancer anymore. What be-te-ran meant, how mothers became be-te-ran,

and what they did are discussed in this section.

Raising the Child as Normal During the Illness

Even though their children were sick, the mothers had to raise them like other

children. It meant mothers became be-te-rans at maintaining their equanimity in front of

the child, and they cajoled and persuaded the child to cooperate with the treatment.

Many parents felt pity and indulged their children once they became seriously ill. The

parents were absorbed in being caring and permissive with the child, and spared no

amount of money to make the limited amount of time left fun for the child.

I cannot count how much money I spent on my child's toys when he was in the
hospital. Since I could not stay with him because of the hospital's policy, I tried
to make it up to him by giving him everything he wanted.

The majority of mothers made similar comments. This behavior was an

expression of their love for the child. It also gave the children special license to be able to

get and do anything that they wanted. However, the mothers whose children fought with

cancer for a long time became severe disciplinarians because they felt the children's

future depended on their ability to be patient during the treatments. One mother who

fought the cancer for four years said:

I was told there was a possibility that my daughter might die, but I believed that
she should be cured, so I expected her to be a good child and strong enough to
cope with others. The cancer was a handicap for her. She had to be strong.

They were also able to cheer up their children before they took the treatment. Mrs. N had

son who was ill for 10 years.

It was interesting. I could allow my child to take the treatment without becoming
emotional. I sometimes even hit him to force him to do it. I could not do the same
thing to my other child, so I thought God made me strong so that I could do this.
There were mothers who were upset by the treatment of their children. If a
mother was not emotionally stable, her child felt more fear. I felt sorry for these
children.

A
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All of these mothers mentioned the differences between their attitudes toward

their sick children and their attitudes toward their other children. Persuading their
children to tolerate the treatments was also based on their love for the children. After

their children died, all of these mothers regretted that they were not more generous with
them. Mrs. N said:

If I had known my child would die, I would have been nicer. I feel guilty when I
remember how strict I was with my son.

The Tragedy of Becoming a Be-te-ran

The mothers had to deal with the realities of caring for a child with a fatal

disease in the context of an on-going family life. During the course of the illness, the

mothers shared similar care-taking tasks and responsibilities, and these tasks and

responsibilities came in phases. They also dealt with their own emotional pain

concerning the potential loss of the child.

The mothers followed similar routes to reach the point of being be-te-rans. In this

process they learned how to: maintain their own emotional stability; comprehend the

situation and lead events in the correct direction; mobilize resources and provide for the

care of the child; and protect the child from unnecessary physical and emotional

distress. During this process, they tried to handle each task on a day by day basis. They

became be-te-rans with experiences of consecutive relapses and remissions of their

children's cancer. They got feedback from the results of these tasks. When the result was

successful and the mothers got positive feedback, they moved closer to becoming be-te

rans. When they did not, they learned from the feedback.

There were several conditions which made the mothers be-te-rans. Being the main

caretaker and sentinel both in the hospital and home, socializing in the "world of

cancer", and feeling confident about their ability to care for their children were necessary

conditions. Usually, the process of becoming be-te-ran began during hospitalization by

interacting with other mothers who had children with cancer. During periods of
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remission, the mothers gained confidence in handling the situation at home. Although the

process was continuous, there were remarkable points when the speed of the process

increased: when they were socialized into the "world of cancer" during their first hospital

stay, and when the child went into remission for the first time.

The children's first hospitalization for the sake of treatment was the hardest part

of the experience for all of the mothers. The mothers said the hospital experience was

stressful and terrible. However, this was also their opportunity to be socialized into the

"world of cancer". Mothers who stayed in the hospital with the children during their first

hospitalization (20 out of 33) became familiar with the "world of cancer" and became be

te-rans more quickly through this experience. Another 13 mothers who did not stay in the

hospital were usually less influenced by other mothers and had less of a transforming

experience. A few of them had opportunities to have contact with other mothers in

support groups and when they visited the hospital. These mothers became socialized

into the "world of cancer" mainly through reading books and getting information from

health professionals.
The situation became easier for mothers once their children's cancer was in

remission and the children were able to leave the hospital. Knowing what happened and

seeing the child's condition become better gave the mothers confidence that they could

handle the situation. Mrs. N who had stayed with her son in the hospital for five months

after the diagnosis talked about her experience:

After finishing the first series of chemotherapy treatments, I got a sense of how
the treatment was run and what would happen to my child in reaction to the
treatment. I became confident that I knew what I was supposed to do and we
were all right. I used to think of cancer as an incurable disease and the equivalent
of death, but I came to think of it as a chronic illness.

Many mothers had similar experiences. They perceived "cancer as a chronic

illness" because they could handle it. This was a remarkable change in their perceptions.

Based on this change, these mothers became the sentinels in their homes. This involved

them by requiring them to monitor their children's condition, make sure their children
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took medicine, and bring their children to the hospital periodically (usually once every

two weeks). The mothers' lives normalized in their roles as sentinels of their sick children

in their homes. The following quote shows how a periodic trip to the hospital became the
center of Mrs. N's life.

At the center of our family's routine was the next appointment with the
physician. I had to keep myself healthy so I could do it. Otherwise, I had to ask
my husband or someone else to go there. It made our lives a mess.

They tried to carry out this role by themselves with minimal help from others. It

meant they continued with the role of main caretaker and sentinel for the whole time of

their children's illness. By taking on these roles, they became be-te-rans of caring for their

sick children. These tasks were not different from those of mothers of children with

chronic illnesses. The only difference between them were that the mothers of children

with cancer were always aware of the possibility that their children might die.

Once the mothers became be-te-rans, they felt confident about their ability to care

for their children, although many mothers said, "I have no idea how I handled it and I

would not be able to do the same thing again."Mrs. J, who stayed in the hospital for a

total of almost three years during the five years that the child was ill, talked about her

feelings:

I was. to be able to stay with my daughter because I could do something tocomforther. I could feel satisfied with what I did when she died although it was
a very hard experience for me. During her autopsy, I was talking with other
mothers and we ended up saying that we were very happy to be able to do our
best to care for our children. I am sorry that my husband could not do it. Since he
felt he could not do anything for the child, it is just a bitter experience for him
and he does not want to remember this experience now.

In the same way as Mrs. J, other mothers who reached the point being be-te-rans said that

they felt grateful to have had the opportunity to care for their children.
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The Context for the Inability to Become Be-te-rans

There were five mothers who never achieved the status of be-te-ran. A short and

rapid progression of the disease was a common characteristic of these cases. Their

children died during the first admission to the hospital and the length of time between

the onset and death was within a year.

Within this group, three mothers took on the role of main caretakers and

followed a process similar to what other mothers went through. One of them stayed in

the hospital with her child and the others did not, but it did not affect their ability to be

the main caretaker. In their cases, they could not reach the point of becoming be-te-rans

because the duration of their experience was so short that they could not be socialized in
the "world of cancer" and could not feel confident about their care.

A second group of mothers (2 cases) were those whose children became

unconscious and unresponsive shortly after the diagnosis of cancer. This situation

discouraged the mothers from being main caretakers. They also felt that they had to pay

more attention to the other children in their home, so they did not have the experience of

staying in the hospital and were not very involved in the care of their children. In

addition, their husbands could take on the role of main caretakers. These conditions

kept them from being main caretakers. Mrs. O aptly described the situation.

After my daughter became a vegetable, I visited the hospital for two hours a day.
There was nothing for me to do besides clean her body. I felt empty because there
was no response from my child. I thought she had died when she became a
vegetable. She was the same as a doll. I had two more children that were not yet
of school age and there was no one I could ask to take care of them. My husband
and I decided that he would mainly do the work of taking care of our daughter in
the hospital and I would take care of the other children.

Mrs. Olost hope when her daughter went into a coma. She became depressed because

there was no response from her daughter. She could not acknowledge that her daughter
was still living. She had limited knowledge about the disease, its treatment, and the

Progress of her child's condition, whereas her husband was very knowledgeable. She did
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not socialize in the "world of cancer" and expressed only negative impressions regarding
this experience.

When the be-te-rans and non be-te-rans are compared, the crucial factor appears

to be length of time between diagnosis and loss. Time is necessary to become a be-te-ran.

In addition, when comparing these two groups, the first three mothers had the potential

of becoming be-te-rans. This is because they were able to be the main caretaker for their

children. Therefore, taking care of their children as the main caretaker was the basic

factor in becoming a be-te-ran.

Maintaining Emotional Stability of Self

There was a lot of stress for the mothers during the child's illness: dealing with

the unknown, feeling helpless, seeing the side-effects of the treatment on the child, and

dealing with their own emotions at the potential loss of the child. The emotional stress

varied according to differences in how the disease progressed. The mothers needed to

manage their own feelings in each phase of the illness in order to accomplish their roles
as the main caretakers.

The Difficulty of Watching the Child's Suffering

The most difficult experience for the mothers was due to their sense of helpless

inability to relieve their children from suffering during the treatment. On the other hand,

the mothers had less difficulty if the side-effects of the treatment were not hard on the

children. Japanese mothers usually thought that the responsibility for the outcome of the

treatment and managing the side-effects belonged to the physician. Even though there

were boundaries to their sense of the responsibility, they felt helpless. Mrs. T expressed

herself in a way similar to other mothers:

I never felt. about the side-effects and symptoms my child suffered becauseit was the physician's territory. However, I was depressed because I could not
suffer for her. I could not do anything, I could not even experience the same
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suffering as my child. I could only say, Ganbatte (Don't give up). It was terribly
hard.

The sense that the child was bun-shin caused this mother to want to suffer in her

child's place. Nevertheless, a clear boundary existed between the mother's and

physician's responsibilities. This boundary did not change until the child's death. One

reason was that Japanese physicians had authority and initiative in treatment. The

mothers did not feel they had an option in selecting the treatment and they did not

complain about it. Mrs. Texemplified this by her clear-cut attitude, "We cannot really

understand which treatment is better, anyway. It was better for us to follow the

decisions of the physician." >
Watching their children's suffering sometimes devastated the mothers. The degree D:

of the stress varied depending upon each mother's background, the seriousness of the rº
child's condition, and the amount of support from the spouse. For example, Mrs. P --
experienced severe depression when she stayed with her son for three months while he TC)

*

was in critical condition: —"
The side-effects were worse than I expected. It was very hard for me to see my
child suffering. I could not do anything. In addition, I was told that the therapy --
might not be effective and he might die within six months. I started to dream of ~~my child's funeral and could not sleep. Finally, I thought I should kill him and
myself. * X

Mrs. P was treated by a psychiatrist and was ordered to stay away from the hospital 2.
for a while. She was the most seriously depressed mother who was interviewed.

However, two other mothers in this study also considered boshi shinju (mother and child

suicide) when they felt helpless while their children suffered and they were exhausted

from caring for them. Both had children who had developed brain tumors which created

serious conditions throughout the illnesses. They felt guilty about the onset of the child's

illness. Both children died within one and a half years of the diagnosis. These mothers

also could not get enough support from their husbands and felt lonely. They thought,"I



48

just want my child to be comfortable. Since I felt my child would be lonely, I think I

should die along with my child."

In Iizuka's study of mothers of children with cancer (1989), 6 out of 38 mothers

had wanted to commit suicide. Of these six mothers, three thought of suicide two weeks

after diagnosis and one thought of it when the child relapsed. The intimate nature of

Japanese mother-child bonds which were described in Chapter 2 and the idea that

children are bun-shin (an integral part) of mothers created the motivation to commit boshi

Shinju. Matsumura (1985) compiled the news reports of boshi Shinju from newspapers for

a year (from August,1983 to July, 1984). There were 29 boshishinju, 17 whole families

that committed suicide together, and three father-child suicides. Matsumura points out

that the features of recent boshi shinju are that the these mothers feel lonely because of

the lack of husbands. Sasaki (1991) also proposes that the three main reasons for boshi

Shinju are: disease or handicap (both children' and mothers), relationship between

parents, and neurosis after delivery or raising children.

Maintaining the Proper Equilibrium Between Resignation and Hope

When the physicians describe the treatment of cancer to the patient as a chokisen

(long term fight; Good et al., 1994), it implies that there will be many ups and downs in

the child's condition while he or she is going through the treatment for cancer. It was

difficult for mothers to maintain the proper balance between "resignation" and "hope".

At the onset of the disease, all of the mothers had two counterbalancing emotions: "My

child is all right" and "My child may possibly die someday". They seesawed between

these two feelings.

This balance changed at any given time depending on the situation. While the

child's condition was stable, they swung toward hope. When the child's condition was

negative either through a relapse or poor response to therapy with a possibility of death,

there was a swing toward resignation. Mrs. T typifies this process.
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I felt my son could survive when his condition was good, but once his condition
became serious, I thought about losing him. My feelings changed depending on his
condition.

Some mothers experienced dealing with death while they stayed in the hospital.

In contemporary Japanese society, people usually die in hospitals. It means there are not

many opportunities to be present at another person's death. In addition, people think

that children are not supposed to die. Watching the death of other children gave the
-

mothers the opportunity to think about the possibility of losing their own children. Mrs.

T described her experience in the hospital.

Two children who stayed in the same room died just after we started to stay j,
there. I was shocked, but I felt I should become used to dying because I had to
adjust to the situation anyway. I also became used to my child's serious
condition because his condition was still better than that of others.

Mrs. T obviously was obviously able to maintain her hope even when she faced serious

situations.

Despite the swings between hope and resignation, the mothers tried to shift the

balance towards optimism and oriented themselves toward hope. Mrs. N who fought

with cancer for 10 years said:

I tried to be optimistic. I knew it was possible that my son would die, but I held
onto thei. things the doctors and nurses said and then almost consciouslypushed the negatives aside. I just wanted to hope for the best. I kept our positive
thoughts going. I had to.

º
º

The most common strategy many mothers used to maintain their optimism was :

to cling to positive statements made by the health professionals. They also avoided

identifying their children with those who died and tried to find similarities with children -

who survived or even sometimes healthy children in order to maintain their optimism.

Mrs. L who fought with cancer for 4 years said: º

I felt bad for other mothers who had children with cancer, but I always thought s
my daughter was different from them. I hoped she would be a healthy child some -
day. When I saw dying children in the hospital, I tried to find differences
between them and my child. Otherwise, I would have to acknowledge the reality
of the situation.

-
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When the children's condition worsened and the reality of imminent death could

not be denied, the mothers continued hope even though they became resigned to the

reality of the situation. Hope was redefined to fit the reality. The earlier conception of

hope related to being cured, now it changed to minor positive events, such as eating

better, being less uncomfortable and expecting miracles. The mothers began to celebrate

these short term gains and found ways to be grateful and cheerful. As in the following

two examples, the mothers would often try to cheer themselves up.

I was told that my child would not be cured when he was diagnosed. In the
beginning, I would just deny the fact. However, I had to face reality when his
situation became serious. Fortunately, he was saved and I felt as if my child had
gotten another life. I started to value and enjoy each day. I wore bright colored
clothes and laughed with my son, which I had not done since he was diagnosed. I
tried to cheer myself up.

It sounds strange, but I became used to my child's bad condition and I would
look for good i. in that context, such as when he could eat better than usual
or when he laughed. I might have tried to make myself happy by focusing on
these minor positive events. During the last three months or so I was resigned to
his death but at the same time maintained the attitude of not losing hope for a
cure. If I lost hope, I might have been emotionally destroyed.

These mothers focused on each single day and maintained their hope by focusing on

minor positive events. They focused on day to day activities and tried to think of the

situation as temporary. In a sense, they were fighting for their own survival, too. They

also tried to keep a balance between "hope" and "resignation".

Decision Making in The Terminal Stage

The mothers tended to put more value on treatments that let them maintain their

hope until the end than treatments that would maintain the child's quality of life.

Gambaru (don't give up, keep fighting) is very common advice in Japanese society. This

phrase was often used when people want to cheer someone up, in this case by the

mothers to their sick children as well as by other people to the mothers and the sick
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children. The Japanese mothers tried not to give up hope and expected their children not

to give up, either.

One interpretation of this common phrase is that the notion that people have to

work hard for anything is an important assumption in Japanese society. "Hoshigari masen

katsu made wa "(We should not desire anything until we win, Be patient until we win) is

a phrase which Japanese often used during the war. This was an order for people to be

patient. Another interpretation of the predominance of this sentiment is that Japanese

may be not good at watching others lose their control.

The mothers often wanted to continue the treatments and made the child keep

fighting the cancer so that they could maintain their hope until the end. Actually, many

mothers did not have an opportunity to choose whether to continue treatment or to stop

it in the terminal stage. The physicians were usually the persons who decided this. They

also tended to want to fight the cancer to the very end (Long & Long, 1982). The

majority of mothers said they would have continued the treatment until the end if they

had had a choice, although they knew the treatment gave physical distress to their
children. Mrs. A said:

We did not want to think that our child would die. If there was any possibility of
survival, we expected the child to fight the cancer. I felt that my daughter could
survive even if there was just a 1% possibility. I did not want to give up. If I were
a cancer patient, I myself would want to die without a lot of treatments. But we
parents could not give up when it came to our children. Even though she was in
pain from the treatment, it was temporary. Saving her life was the first priority
for me.

Both health professionals and mothers fought for the child's survival, but what

they contributed was different: health professionals contributed their medical knowledge

and skills, whereas mothers contributed their will or hope to cure the child. Mrs. A lost

her daughter within 11 months after the diagnosis. She said, "If my child had fought the

disease longer, I might have figured out that she could not be saved this time. If so, I

would not have asked the doctor to continue treatment." Similarly to Mrs. A, mothers

who had lost a child within a year after diagnosis tended to want to continue the
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treatment until the end. The choice of keeping up the treatment or stopping it was also

related to how the child died. Even though a child was ill for a long time, if the mother

felt the child's death would be unexpected, she wanted to continue treatment.

As was mentioned above, many mothers did not have an opportunity to decide

whether to continue treatment until the end or to stop it. Only 5 out of the 33 mothers

whose children were in the terminal stage were formally asked about the treatment by

the physicians. Physicians decided when to stop the treatment, explaining the condition

of the child and their ideas to the mothers, and the mothers accepted the physicians'

pronouncements like verdicts. After the physician said that there was no way to cure the

child, there was almost no option for the mothers to ask for the treatment to be

continued. Even in the U.S., where the concept of patient's rights is considered to be

much more developed, the patient's and family's decision to continue the treatment is

influenced by the physician's enthusiasm (Nuland, 1994). It was natural for the Japanese

mothers to feel that the verdicts should be accepted without any arguments.

Five mothers had a choice to stop the treatments and two of them did so. Of

these five mothers, three regretted the choice they made after the children died, including

two of the three who chose to continue the treatments. One of these was Mrs. L:

I really hoped my daughter would be cured. I expected her to live even if she
would become handicapped or unconscious. But recently, I have thought that it
was a selfish idea. I should have respected my daughter's wishes more. She was
bothered by the severe side-effects until the end. She might not have wanted to
be treated. I felt like I betrayed her because she fought the cancer because she
believed me when I told her that she would be cured. I must suffer more than her
when I die (2 years after the loss).

Mrs. L found out that her daughter's self was different from hers after the daughter died.

Since Mrs. L perceived her daughter's self as similar to hers while the child was ill, she

did not have any doubt about choosing to continue treatment for the daughter and she

felt the daughter's pain as hers. However, when she began to think through about the

situation logically after she lost the daughter, she found that she did not respect her
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daughter's idea and unwittingly abused her daughter by the treatment. She ended up

feeling that she had to keep this guilt until she dies.

Although almost all the mothers said that they would have chosen to continue

the treatment if they were offered the opportunity to choose, these two mothers

regretted their choice because they felt that the agony of the child was their fault. The

regret of Mrs. L came from her sense of responsibility for making her daughter suffer the

side-effects by choosing to continue the treatments. Nuland, the author of "How We

Die", described a similar situation on a radio show (February 14, 1994). Although as a

physician he knew there was almost no possibility of his brother's being cured, as a

family member he asked for the treatment to be continued until the end and regrets the

fact that his brother suffered very much as a result.

On the other hand, Mrs. S, one of the mothers who chose to stop the

chemotherapy in the terminal stage, regretted her choice, too.

I knew that my son could not be saved and I was concerned about his comfort.
He had been under treatment for six years. It was too much. However, another
mother who had a child in a similar situation chose to continue the treatment
until the end. Although this child could not be cured, he lived longer than my
child. Now I think my son could have been cured by a very new drug if I had kept
him alive longer and he might have wanted it.

Mrs. S's regret was related to her expectations of a miracle. Many mothers mentioned

their hopes for a miracle. The notion of a miracle required as a context the mothers'

acknowledged that their children were in the terminal stage. This meant that they

noticed that they needed to redefine hope and think of other ways that their children

might be cured. Mrs. S and Mrs. L made the opposite decisions, but their regrets were

related to the same sense that these decisions were made without consulting with their

children. This suggests the following conditions: 1) the mothers and their children usually

had to go along with the physicians' decisions and 2) when the physician allowed

decisions to be made, the parents did it. In any case, the children had no options and

had to go along with the decisions of others.
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Transforming Self in the Context of Battle

The cultural expectation of responsibility as mothers and the perception of the
child as a bun-shin (an integral self) made the mothers main caretakers. The health care

setting cut off the mothers and children from the family units and made the mothers the

solo caretakers. The mothers were motivated to cope with the disruption of the onset of

the child's cancer and the unknown "cancer world". In this context, societal expectations

determined that the mothers receive a temporal self as mothers who had a child with

cancer and as caretakers. The perception that they were not common mothers anymore

and the reality of caring for their children tended to reduce their connection with the

outside world. Instead, mothers who had the same temporal self became war-buddies

and shared their feelings with each other in order to maintain stability.

Internally, they took on an identity as a sentinel and tried to protect the child

from unnecessary medical treatments and emotional distress. Under this identity, their

priority was to become an expert sentinel or be-te-ran as soon as possible. They also took

on the role of commander to organize the situation so that they could concentrate on the

battle. Support from husbands was evaluated based on the balance between the

mothers' expectation and their assessment. The presence of alternatives for support was

determined by whether the mothers had to worry about the other children in their homes.

When these alternatives did not work well, it caused another source of distress for the

mothers. The following refers to a typical process of transforming the self.

I cried a lot just after the diagnosis, and then I thought I had to hang on in order
to save my daughter. Since I was the only mother for her, I had to pull myself
together. I cried in the bathroom and washed my face before I returned to my
daughter's room., I made an effort to pretend that everything was all right in
front of her. However, little by little I became stronger and stopped crying even
when I was by myself.

In the beginning of the battle, the mother had to make an effort to hide her

emotional agitation. However, she became used to the situation and stopped crying.

I don't think I am special. I believe that all mothers can do anything if there is no
other way. I had to live anyway. I could not just cry. There was no other option.
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So I had to protect both the ill child and other children in my house. I did not
know how long I had to fight and what would happen next. I felt that I was
walking in the dark. It was an extreme situation. I thought this was the worst
possible situation and after this nothing could be worse. It encouraged me to
cope with the situation. Since I survived this situation, it's natural for me to be
strong.

This was an emergency situation without a time limit. The mothers had no choice,

they just had to fight as if it was a war. The mothers and/or other children sometimes

had to be sacrificed. There was uncertainty about the length and direction of the battle.

However, the mothers became be-te-rans and, like novice soldiers, became experts

through experiences in the real battlefield.

I always stayed with the child and cheered her up during the painful treatments.
It was very hard for me in the beginning, but I had to make up my mind to fight
the cancer. It made me feel as if I experienced the same thing with the child and
helped me to be confident that I could control the situation. I became fat and
began to enjoy life with the child.

Since this was a war, the mothers could not think about any sacrifices, just about

how to fight. There was no practical reason for mothers to suffer from the distress of the

treatment or the outcomes of the treatment. However, since the mothers believed that the

child was a bun-shin of themselves, they tried to share the distress with the child in some

way and feel the suffering with the child.

The mothers had to maintain their emotional stability in order to enhance their

morale for the fight, and this required maintaining a balance between hope and

resignation. Maintaining hope and stability were necessary for becoming a be-te-ran. In

the beginning of the battle, their purpose was to cure the cancer. This changed as their

children's condition became worse and they redefined it to hoping for a miracle or small -

positive events on a daily basis. Whenever they faced a difficulty, the mothers became

stronger and closer to being be-te-rans.
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4. Mothers As Sentinels

Japanese socio-cultural factors and the structure of the Japanese health care

system shaped the role of mothers as the major and solo caretakers. These factors

include: 1) the cultural expectation of keeping and resolving problems within a family; 2)

the expected role of mothers in child rearing which results in an intense child-mother

bond, 3) the lesser role of fathers in child care, 4) the fact that medical treatment is

usually only available in a hospital, a factor which isolates mothers and their sick

children from the rest of the family, and 5) the comparatively slow development of

social and other community services resulting in the hospital environment becoming the

focus of the experience of illness.

In this chapter, the context of the health care setting which shaped mothers' roles

as solo caretakers outside of family unit and how mothers organized these situations

will be described.

The Hospital as a Central Battle Area

The Japanese government reached the goal of enrolling all citizens in its

comprehensive health insurance system in 1961. The health care system has grown

rapidly during the postwar period in Japan. This system covers 90% of the medical fees

for insured employees and 70% of their family members' medical fees through the

National Health Insurance Program. As a result, life expectancy has risen to 76.25 years

for males and 82.51 years for females in 1993. During about 40 years from 1954 to 1991,

frº farmt mortality decreased from 44.6 to 4.4 per 1,000 infants and newborn mortality

a 1-C checreased from 24.1 to 2.4 per 1,000 newborns (Japanese Health and Welfare

gfa fistics, 1994).

Under this system, medical fees are paid on a fee-for-service basis. This leads to

a sitar a ficrl that is easily abused. The fee-for-service basis has the effect of increasing
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medical care costs by encouraging high drug consumption levels, unnecessary

prescriptions and tests, and inordinately long hospital stays.

The average length of stay in a hospital in Japan was 49.3 days and children

between 0-14 years of age also stayed in a hospital an average of 14.1 days in 1990

(Japanese Health and Welfare Statistics, 1993). This is longer than other countries. For

example, the average in the U.S. was 5.5 days and children between 0–19 years of age

also stayed in a hospital an average of 4.0 days in 1990 (Health Knowledge Resources,

1991). One of the biggest reasons for long hospital stays is that few systems are in place

for home care and insufficient manpower is available to take care of patients outside of

the hospital. There is a limited number of trained health care professionals available to

provide home care.

The battle against cancer was fought in both the hospital and at home. Since the

usual Japanese approach to treatments is to rely on the hospital for care, the children

were hospitalized whenever their condition worsened. Therefore, the hospital was the

main battlefield and the place to make the last ditch effort. While the child was

hospitalized, mothers tried to be sentinels and comfort their children in the context of

their treatment. They also tried as much as possible to protect the child from emotional
distress.

The hospital was also an important place for the mothers to learn how to care

for the child and how to cope with the situation. They would meet with other mothers

faced with similar problems and console each other. The long hospitalization provided

~PPortunities for the mothers to learn many aspects of caretaking.

In Japan, the family is basically expected to be the main source of support and

car-e v.vhile the patient is in the hospital. They are to encourage the patient, help the

patz---> t stay comfortable, and provide many services, such as changing the bed pan,
war-r-T-ifrag up food, or cleaning the body. There are at least three reasons for this

pher+++++ nenon. The first two reasons are cultural features: enryo (restraint) and amae
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(mutual interdependency). Because of enryo, it is easier for patients to make requests of

family members than of health professionals who are not members of their family. Since

family members view the sick person as someone who is weak and in need of their

protection, the sick person is allowed to depend on them through the notion of amae. The

third reason is the high nurse-patient ratio: each nurse usually has to take care of over 10

patients in a day shift. It is not possible for a nurse to take care of all her patients.

Japanese families are expected to support patients both physically and mentally

because of societal expectations of how a family should operate as a unit in the

hospital. However, modern medical institutions often have regulations about family

members staying in the hospital. They often have prohibitions or limitations on who in

the family can stay with the child or restrictions on visiting hours, although the need to

get support from families remains. This creates a dilemma for the families. It often

causes the isolation of the ill child and mother from the family unit, reinforcing the need

for the mother to be the sole caretaker of the child.

Establishing Effective Relationships With Health Professionals

Each profession develops a subculture based on the predominant culture.

NMC, thers have to deal with a new world after the children are diagnosed as having

care cer, and this world includes the subculture of the health care professions. Health

Professionals, especially physicians, play an important role in treatment. Mothers

ex-E-ect them to be good partners, however, they sometimes became a hindrance for the

*~thers. Since Japanese patients stay in the hospital longer than American patients and
* <>==t of the 33 children died in the hospital, the mothers had to pay attention to how

the S- *** anaged their relationships with the health professionals.

VVhen the mothers were asked how the health professionals were, most of them

"lº------ = Pout physicians. They did not talk about nurses or other professionals. The
th
9th-e-r-s expected their physicians to share their feelings with them and the physicians
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tried to do that, which was their function as counselors. The mothers also tended to see

nurses as a group so they are not seen as individual professionals. For example, one

mother said, "I never expected psychological support from the nurses. They are

technicians." Many mothers were not aware of the social-workers, psychologists, and

other professionals who work in a hospital. There are usually only two or three social

workers and psychologists in a large 500 bed hospital and some health professionals do

not have chance to contact individual patients. It is common for patients and their

families rarely to meet these people.

Physician-Patient Relationships in Japan

Japanese physicians have more authority and power than physicians in the U.S.

Because of this authority and power, they face fewer malpractice cases (only 10% of the

U.S. number per capita - Feldman, 1985). This situation encourages paternalism (Kai,

1993). For example, one Japanese mother in this study was told by a physician that her

child needed to go into surgery right away in order to insert a catheter to provide central

vernous nutrition. Since her husband was on a business trip and she could not contact

H irri, she hesitated. Finally, she could not refuse because the physician emphasized,

There is no problem. You can leave it to me." However, her child became infected after

this Operation and it took him a long time to recover. The mother regretted being

Pressured into consenting. This case indicates paternalism on the physician's part and a
I= <h< <>f standards for informed consent.

On the other hand, Japanese physicians work harder and are not as well

"evvarcied financially (Lock, 1980). Lock studied the difference in the average numbers of

** = <==>ts seen each day by the physicians in the two countries: American physicians see

*h = Y-Terage of 17 patients per day whereas Japanese physicians see an average of 65

*tie--- *s- If they do not have this kind of patient load, they would not be able to obtain
S *Rol.

-****** income under the National Health Insurance system. In addition, this insurance
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provides only a nominal fee for consultation. These conditions mean that Japanese

physicians cannot spend as much time with each patient.

Ironically, Japanese patients depend on physicians not only to meet physical

needs, but also emotionally (Long & Long, 1982). They try hard to find a good physician

and once they feel they have, they may allow the physician to do anything (Ohnuki

Tierney, 1984). "Sensei ni o-makase shimasu." (I will follow your opinion) is what is usually

said to physicians when they decide on a treatment. There are high expectations of

physicians not only as healers, but also as counselors.

The main features of Japanese communication is that it is implicit, nonverbal,

and intuitive (Gudykunst & Nishida, 1994). Lebra (1976) indicated the reasons for this

are: 1) Japanese value intuitive understanding based on social sensitivity and empathy;

and 2) Japanese also think a sophisticated person will use nonverbal, indirect, implicit,

and subtle communication. Tsujimura (1987) also pointed out that Japanese value ishin

afezzshain (traditional mental telepathy). In sum, it can be said that what is implied is more

valued than what is expressed. It is natural for both Japanese physicians and patients to

expect each other to understand what their situation is without using many words.

Since physicians are busy and cannot spend time on communication implicit or

CtHerwise, patients' complaints about communication tend to be exacerbated. In

aciciition, Yoshii (1994) suggests the following two reasons for the complaints of

Ja Parmese patients. Patients often feel that they are not able to talk with the physicians

era C++gh because physicians have more power than themselves. Also, often they cannot

Wrºc■ erstand physicians' explanations, including medical terms, because they have less

** <>vvied ge than physicians.

The movement to inform cancer patients has become popular in Japan recently

*e== ** === 1) over 90% of patients now survive over five years; 2) attitudes toward bio

"ex===== **e have changed, so more people believe in the principle of informed consent or in
le

&
- - -*** = the decisions to the patients themselves; 3) the environment around patients has
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changed and hiding the diagnosis has become more difficult; and 4) the ego of Japanese
people has changed: knowing and deciding for oneself has become valued (Namihira,

1990).

Japan is changing. Although informed consent has not taken root in medical

practice yet, Japanese scholars have become interested in bio-ethics and many books on

this subject have been published. In addition, an organization, The Consumer

Organization for Medicine & Law, was established in 1990 by patients and citizens in

order to bridge the gap between physicians and patients (Tsujimoto, 1994).

The PowerStruggle between Mothers and Physicians

Two types of attitudes toward physicians were found in this study: giving the

initiative to the physician, or sharing the initiative to some degree with physicians on an

equal or dominant/subordinate basis. Thirteen out of 33 mothers gave the initiative to

the physicians. All of these mothers trusted their physicians and, as a result, they left

cHº Cices to their physicians. They tended to be satisfied with the knowledge which

PHºysicians gave them and did not do research on cancer on their own. Mrs. B said:

I did not study by myself. I learned from doctors and nurses. One reason was I
did not have time to purchase books and read, but more than that, I trusted my
daughter's doctors very much. It's interesting that I still remember everything the
doctors told me regarding the disease and treatment although I can't remember
the time my daughter was in remission and she was in our house.

This was a typical reaction of mothers who fell into this category. The next

*Y* <>ther, Mrs. N, did not criticize the physicians at all. She saw them as professionals
*raci respected them.

I felt that we had to trust doctors because we did not have as much knowledge
as professionals. We were lucky to get a very nice doctor. He was kind, capable,
and even gave a lot of thought to our family's condition. I trusted him. Since he
explained all the treatments well, it was not necessary for me to study by myself.
NMy husband and I always relied on the doctor's decision in the treatment. But
even if a doctor were not like him, I thought that it was impolite to tell him what
*~e thought when our ideas were different because he was a professional and we
<=re not.
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Mrs. N was an educated mother and belonged to the upper middle class. People tend to

think that well educated persons insist on their rights, but she only trusted physicians

without any criticism. When the reactions of the participants in this study are

categorized and compared according to their educational backgrounds, there are no

differences.

Fifteen mothers took the initiative themselves and became knowledgeable about

cancer and treatments and communicated their ideas to physicians. They thought that

they were equal to physicians and tried to become involved in decision-making. They

sometimes asked their physician about treatments which they knew about through

books, articles, or other sources and tried to participate in the decision-making process.
Another five mothers fell somewhere between taking the initiative and sharing it with

Physicians. They tended to support the physicians' decisions, but not always. They had

rho chance to oppose their physicians. If they had had the opportunity, they might have

been among the mothers that shared the initiative with their physicians.

The fundamental factor which determined whether the mothers had this notion

of equality was whether they researched the illness and treatment on their own through

EP C. C. Ks, newspapers, television programs, and other people besides their physicians.

CtHer factors were how they perceived the physician-patient relationship before the

Craset of the illness and the influence of how other mothers who have a child of cancer

c■ ealt with this issue.

There was a balance of power between these mothers and physicians. When the

ba I = rice was equal, they shared the responsibility for the outcome of the treatment. Mrs.
L saici -

VVhen the doctor said that my daughter had relapsed, I regretted my carelessness
in watching her. The doctor regretted that he did not use enough of the drug, but I
<did not blame him because her situation had been very good and I agreed to
reduce the amount of the drug.
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Not trusting the physicians was not necessarily a condition for sharing the

initiative to some degree with physicians. Half of the mothers who were in this category

(8 out of 15) did not trust physicians, but another half of them did. For example, Mrs. U

argued with her physician, whom she trusted, because she had different ideas about the

treatment.

My husband and I read many books including books for medical students and
we figured out that chemotherapy did not work well in my son's case because he
had developed a brain tumor. My son's doctor was good and we could trust him.
But since the doctors had different opinions and wanted to use chemotherapy,
we argued with them.

There were two kinds of trust in physicians: trust as a professional, and trust as

a human being. The criteria which determined whether they would trust a physician were

the following: whether the outcome of the treatment was good, whether the mothers

found a physician making mistakes in the treatment of their children, whether the

Physician often came to see the child, whether there was enough communication, and

vv Hether the physician showed that they cared about the children and their families.

Two out of 33 mothers trusted their physicians as professionals although they

c■ isliked them as a human beings. They studied by themselves and tried to take the

in itiative; however, their physicians did not allow it. Consequently, they could not trust

their physicians as human beings. They always checked to see if their physicians were

ci Cirng all right. There were two mothers in a dilemma about their physicians. Mrs. Y, one
Cf these mothers said:

My son's doctor was like a common company worker. He never became
emotionally involved in his patients. He did not visit my son every day and I
couldn't get enough chances to talk with him. I was very afraid he wasn't
schecking my son's condition. It made me crazy. I had no idea what would
happen next, so I read many books. Through the knowledge from the books and
through my observation, I found out he was a capable doctor, so I decided to
Keep him. However, I was always sensitive about what he did. Since I was afraid
that he would not treat my son well if I complained about him, I kept my silence.
I tried to cheer myself up with the thought that the doctor knew everything and
†ray son was being treated well.
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Mothers usually tolerated this kind of situation, but they had the possibility of changing

their physicians if they found a mistake.

There were seven mothers who did not trust their physicians as professionals.

However, three of them trusted their physicians as human beings. Another four mothers

trusted their physician neither as a professional nor personally because these physicians

did not admit their mistakes. In this situation, they either endured the situation or

changed physicians. Five of these seven mothers changed hospitals. Another two

mothers put up with the situation because they thought that their children's condition

was too severe to change hospitals. The five mothers who changed hospitals included

both mothers who trusted their physicians as human beings and those who did not.

The primary conditions which caused mothers to consider changing hospitals

vvere: the outcome of treatment was not good, and they could not trust the physician as

a Professional. Other contributing factors were the length of time the child stayed in the

Hospital, lack of trust in the nurses, and the institutional arrangements of the hospital

such as rules prohibiting staying overnight with the child. However, these were not very

irri Portant compared with the first two conditions.

Since there is national health insurance in Japan, patients can basically choose

army hospital or physician. It is natural for them to go to a hospital which has good

PHºysicians. However, it was difficult to move to another hospital after they have

c■ ecided on one. There were four mothers who experienced difficulty in changing

Hº CsPitals. Mrs. Kexplained her experience.
The doctor was too protective in every way, like he did not even allow me to
take notes during our conversations. I was frustrated in my attempts to cope
with him, plus my son did not become better. When I discovered the doctor's
mistaken treatment, I decided to change doctors. I started to ask my friends if
they had some connection to good doctors. I was finally introduced to one
<doctor. After I met him, I was sure he was very nice. I asked him if we could
rrnove to his hospital. Then, I looked for a reason why my previous hospital was
rºot appropriate for us, which was that the hospital did not allow us to stay
<>vernight. I had to find some reason because if I told the real reason, the doctor
Nºvould get angry and the transition would become difficult. I asked my husband
tº talk with my child's previous doctor, but he did not want to do it. So I talked
Yºvith the doctor to see if I could move my son to another hospital. He said that
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there was no hospital which wanted to take my son because he was already in a
serious condition. I told the doctor that my friend knew a physician who
belonged to a hospital which would allow me to stay overnight.

Mrs. Kused a typical negotiation strategy for changing hospitals and physicians which

was: 1) contacting the new physician, 2) finding an appropriate reason to give the

present physician for changing physicians, and 3) moving from one hospital to another

hospital without creating a scene. Mothers usually expected their husbands to do this

work, but if this was not possible, they would do it themselves.

The Physician as a Predictor

The physicians would make a series of announcements about the child's

condition that became important information for the mothers to understand the

situation. With leukemia, the announcements would be basically positive at the onset of

the disease, but each time there was a relapse or the child's condition became worse, the

announcement would become more negative than before. On the other hand, if the cancer

was of a type that had little hope for recovery, such as an advanced brain tumor, the

physicians would give the mother an unfavorable assessment from the beginning. In both

cases, the mothers and the physicians would try to share the reality of the situation but

attempt to maintain hope through these announcements.

Good and others (1994) state that part of the role of an American oncologist is

as a cheerleader for the patient. Japanese physicians took on a similar role. They tried

hard to keep the mothers' hopes up. Mrs. B, who had a child with leukemia, described

her experience with the physician's announcements.

When my daughter was diagnosed as having leukemia, I was shocked because I
knew leukemia was horrible disease. The doctor told me that there was 95%
chance of a remission after the first chemotherapy, but if it didn't work the
prognosis would be bad. He also explained the disease and the treatment
schedule.

When I heard that the first chemotherapy did not work, I automatically thought
about the possibility of my child's death. At this point, the doctor said that
survival rate was 50%. Since I couldn't stop crying, he said, "You should hang on.
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Let's work together. I will do my best, too.' This encouraged me a lot. Also, I
believed that my child would be cured anyway. The cure rate did not mean
anything to me.

Encouragement from the physicians and belief that "my child was all right" led

the mothers to maintain "hope". Other ways which physicians often used to encourage

the mothers were, "But there is still possibility the child will be cured," or "There is

different therapy which may work for your child." In the very end, the physicians

predicted the death of the child. They might have said, "Please resign yourselves (to the

inevitability of death) if the therapy does not work," or "if he/she relapses again." In

other words, the announcements were phased and became progressively negative.

Because of these warnings, the mothers were able to go through conscious preparation

for the loss. Mrs. B knew that the therapy of her child did not work when she received

this announcement.

One day, I was told by the doctor, "I feel sorry for you, but your child will not be
able to be cured.’ When I said that I did not want her to continue treatment if she
could not be cured, he replied, 'She will die sooner if she is not treated. I will try
hard to reduce her discomfort, so let's please work together.'

The physician was still giving her two messages: that the child's death was

imminent and that she should maintain her hope. He even expressed his desire to be a

co-worker and share her hope. In this stage, which has been referred to as the period

when there is nothing more that can be done (Glaser & Strauss, 1965), mothers could

figure out the reality of the situation and it led them to feel resigned. They gradually

accepted this sense of resignation although they still kept their hope. If mothers had no

hope, they had a harder time keeping their emotional balance. They expected physicians
to let them keep hoping until the child's death. Hope was the main source of the energy

they needed to care for the child. Mrs. B said:

I knew my daughter's condition was bad. Anyone could see it if they saw my
child. But, if the doctor had told me that it was, I would not have been able to
stand it. You know, we parents were very sad after our daughter's death
anyway. So I expected the doctor to keep our hope alive at least while she was
living. The doctor gave us enough hope to believe in the possibility of a miracle,
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even when my daughter's hand turned pale (just before the death). He said, 'She
is all right.' I really appreciated it.

Mrs. B realized the serious condition of her child and the high possibility of her death.

However, she expected the physician to give her enough hope to believe in the possibility

of a miracle that would cure her daughter. Mrs. B and the physician kept up a mutual

pretense, which was that both knew the child was dying but both agreed to act as if she

was all right (Glaser & Strauss, 1965).

On the other hand, although Japanese physicians usually tried not to give any

negative information to children, they gave unconscious nonverbal signals to the children

as well as their mothers. Many mothers pointed out that physicians would stop coming

to their children's rooms, stop telling them many things, become less eager to check the

child's condition, or would become more polite than before. Several children were

sensitive to changes in the physician and told their mothers about it. In these cases, the

signals warned mothers and children to prepare for the death. They were a part of a

series of signals and announcements of varying directness which gave both the mother

and child an indication of what the situation really was.

The mothers described their day to day situation as an "uneventful life with the

danger of an imminent disaster waiting to happen". They obviously lived with the

uncertainty of the outcome of disease. There are two factors affecting the expectation of

death: certainty and time (Glaser & Strauss, 1968). Since death was certain in this

phase, the uncertainty was about when the death would occur. Some mothers said that

they felt less conflicted when the child finally died because it was no longer necessary to
balance these emotions.

Many mothers could not communicate well with their physicians. They felt that

they were not receiving the appropriate predictions at the right time. In these cases, the
Physicians' estimations and the mothers' expectations were different. The physicians'

estirraations were based on their medical knowledge and experiences as professionals.
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They were objective judgements. On the other hand, the mothers' estimations were

mainly based on their observations of the child as the main caretakers. They also had

medical knowledge which they collected from books and experience, but this was

obviously less extensive than the professionals'. In addition, the mothers' knowledge º

base tended to have a bias since they tried to collect optimistic data and maintain their

hope.

Nevertheless, occasionally the physicians' judgment was wrong or the mothers'

observations were more accurate than were the physicians'. However, the physicians'

estimation about the approach of death was usually more accurate than the mothers

expected. The physicians observed what the mothers seemed to be expecting and tried

to send cues to them when they thought that they did not understand the reality of the

situation. The cues would sometimes be in the form of very direct conversations and

sometimes in the form of brief sentences, metaphors, or actions. The physicians

sometimes misjudged the mothers' understanding when the mothers expressed their hope

too much. One mother told of her experience with this:

When my husband and I were given the results of the laboratory examination of
the cancer cells, we knew that our son's illness was incurable. But we tried to
maintain our hope until the end. We might have seemed to be too optimistic.
After our son died, his doctor said that he was afraid that we did not
understand the reality of the situation during the terminal stage. I remembered he
sent me several cues to let me know what the reality was and I tried to ignore
these cues in order to maintain my hope.

In this case, the mother felt that the cues from the physician were redundant. Both of * -

them were actually thinking along the same lines.

The mothers expected their physicians to predict the child's death. If the

physicians could not predict the death, they usually felt they had failed because they

made it impossible for the mothers to anticipate the death. For example, the son of Mrs. º

M suddenly died. Mr. and Mrs. M were asked to wait outside while doctors and nurses *

resuscitated the child. When the physician came out of the room and approached the *

Azarer a ts, he was crying. Mrs. M was angry with him because he was not able to predict -
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the child's death. However, she said, "I trust him still now because he cried for my child."

She was satisfied that the physician did care for her son and treated him as special.

When the physicians predicted, they usually used "these two or three days" or

"this week" as a unit, such as "These two or three days are tou-ge (crisis)" or "We cannot

be negligent these two or three days." Tou-ge means mountain pass in Japanese, but it is

an expression which is used to signify crisis points. Of course, "these two or three days"

might have been extended another two or three days several times.

Since mothers were often proud of the fact that their children lived longer than

the physicians' predicted, physicians might have used a strategy of giving a prediction

that was worse than they really expected. This would mean the child is likely to live

longer than predicted, which is preferable to having the child die before the predicted

date. This strategy can be useful because, as Glaser and Strauss (1965) described, a

patient's relatives tend to think that the patient can live longer than is really feasible if

there is no prediction.

The physicians were expected to be at the bedside when the child died, too. One

mother talked about her expectations of physicians. Her perceptions represented the

perceptions of many of the mothers.

In the case of dying in the hospital, the presence of the doctor was very
important. I was encouraged because the doctor was there when my daughter
died. If the doctor did not stay at the bedside when the child died, the parents
should be very disappointed in him. They might feel like they were forsaken.

According to her viewpoint, staying with the child meant not forsaking the child. This

idea was based on the expectation that the physician was the main actor in the

treatment. Since there was no mother who did not care if the physician stayed with her º

child when the child died, it was an important point. The following quote from a mother

indicated that the physicians felt it was their responsibility, too. *

When my child's situation deteriorated at 1 am, the doctor was at home and ---"
could not reach the hospital until 3 am. Although the doctor was at the bedside -
when my child passed away at 6 am, he regretted that he was not able to predict
what would happen when he went home.
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Being a Sentinel

Despite mothers' shock, treatment always started in the hospital just after the

diagnosis. This signaled the start of the battle for the mothers. There were many tasks,

skills, knowledge, and appropriate attitudes, they must learn in order to care for the

child. The kinds of difficulty faced by each mother varied, but the mothers felt they must
devote all their life to the battle while the child was ill.

This "battle" required these mothers to: 1) be a sentinel in the hospital treatment

context; 2) provide home-care to comfort the child; and 3) protect the child from

frightening and devastating information.

To “be a sentinel," the mothers had to monitor their children's conditions and

check to see that the children are receiving the correct treatment. The mothers tried to

watch and guard their children and as the disease progressed and they gained more

knowledge about cancer, the mothers reached the be-te-ran stage. They gained confidence

in their ability to handle the child's life with cancer. They were no longer afraid of cancer

in the same way as before and began to realize that cancer was a chronic illness.

Being a Sentinel in the Hospital Treatment Context

It is usual for children to stay in the hospital for two months after the diagnosis

until the first series of treatments is completed and they are considered in remission.

Four children were hospitalized for over a year before reaching a point of remission. In

these children's first hospital stay, 20 out of 33 mothers (60.6%) stayed in the hospital

and others visited the hospitals often.

Mothers who stayed with their children said that staying in the hospital was

hard, and that the first hospitalization was an especially difficult experience for them.
Hospitals varied in rules and regulations; all of them had their own daily schedules and

their daily schedule was different from their normal lives, as in the following description:
That was a terrible experience for me. Even now I still do not want to remember
it. My daughter and I had to stay in a room for 24 hours. I had no idea how we
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spent our time. The life in the hospital was totally different from my daily life.
My child used to sleep with me, but nurses prohibited my sleeping with my child
because it interfered with their work. Actually, it did not seem to make a big
difference to me, though. My child could not sleep because of the discomfort
from the treatments, fear of the new environment, and because she could not
sleep with me. In addition, since nurses came to check my child's condition every
hour, we could not sleep through the night. I also could not take a nap during day
time. When I lay on the bed, I was scolded by the head nurse, "You have to focus
on your responsibilities! Don't lie down during the day time." I was totally
exhausted. Also, I had not recovered from the shock of the diagnosis, did not
have any knowledge about leukemia and its treatment, and my child didn't feel
good. I felt totally lost.

Many mothers stressed the difficulty of staying in the hospital. Aside from the

prohibition on using the child comforting approaches used at home, they felt the nurses

were unsympathetic. They felt that there was absolutely no freedom for them and they

just had to follow the rules of the hospital which sometimes did not make sense to them.

For example, some hospitals were very strict about the time for visits which made it

difficult for some men to see their children and wives. Some hospitals strictly prohibited

bringing food for the sick children even when the children were on a limited diet due to

the side-effects of the treatment and the hospitals did not provide these foods. The

stress was so great that some of the mothers suffered physical deterioration, and some

even stopped menstruating.

The mothers believed that they had to accept the situation. A mother said,

"Although the rules of the hospital were square or triangular, I just tried to adjust myself

to their shape." She said her adaptation to hospital life was positive.

The hospital was a special world. Everything was different from common sense,
but I had to cope with it anyway. Being depressed did not help anything, so I
tried to make the environment better. I tried to talk with other. brought
interesting games and music tapes to play with my child, and talked with
doctors and nurses more. As long as I stayed there, I always had to pay
attention to my relationship with other mothers, doctors, and nurses. Of course,
it was hard, but I tried to keep the best environment for us while we stayed there.
It meant I had be a 'good mother of the patient and friendly to others.

Many mothers mentioned how the environment in the hospital was different from

their claily life. They felt that there was a hierarchy system: physicians, nurses, and that
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mothers were the lowest. They obediently followed the rules and dictates of health

professionals.

Even though staying in the hospital was a "terrible experience", when there was .

an option to stay with their children, the mothers usually chose to stay there. A mother º

told about the reason why she wanted to stay in the hospital.

Since I was afraid of what would happen to my daughter, I stayed with her.
Staying in the hospital was a terrible experience for me, but it was better than not
staying and worrying about her. I also stayed with my child during the treatment.
It was sometimes hard, but better than waiting for her outside without knowing
what was happening.

Like this mother, other mothers often chose the option of staying in the hospital more for

their own sake than their children's. During their hospital stay, mothers found that

nurses could not be their substitutes. Nurses were primarily concerned with treatments,

and they did not have time to spend comforting children by holding them, playing with

them, and feeding them. Mothers also found that they had to be on the lookout for cases

of mistreatment and mistakes by health professionals. Seventeen mothers selected to be

with their children to provide a comforting role even after their children's second

hospitalization. Mrs. S, who was one of these mothers, said:

I thought that I could not rely on the nurses after I stayed in the hospital for a
while and I knew how children were treated there. For example, nurses usually
fixed a bottle of milk at the side of babies' face for feeding because they were
pressed for time. I could not stand it because I have never treated my child like
that. Also, nurses and doctors, especially novices, often made mistakes. After I
found out that a doctor almost tried to inject my child with the wrong drug, I
started to be careful. I always checked them. I wanted to be a shield and protect -
my child.

Mrs. S might have relied on the nurses if they could have comforted her child and she
-

had not seen the mistaken treatment. Mrs. O had a different motivation for staying in
the hospital. She strongly felt that she had to comfort her daughter and that was her role

which she could not relegate to anyone.

Once chemotherapy started, I could not even go to the toilet because my daughter -
kept a hold of my hand for comfort. I sometimes suffered from constipation.
When I was in the toilet for a long time with constipation, I was worrying about
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my daughter. I could not ask anyone, including nurses, to help me because I knew
no one could perform my role.

She sacrificed herself and tried to reduce her daughter's distress. She tried to maintain a

comfortable environment in the hospital for others' children, too.

I was really serious about trying to cheer up my daughter. Other people might
have thought what a stupid mother I was. But I made desperate efforts to make
her life fun because she had to cope with the treatments and her life was limited.

Mothers tried to comfort and protect their children as much as they could within

the context of the hospital situation. They found their roles to be "sentinels" of their

children who required their comfort and protection. They tried to maintain this role

which sometimes required their self-sacrifice. Mothers who did not stay in the hospital

frequently visited the hospital and did things that were similar to what the mothers who

stayed in the hospital did: checking what was going on around the child, comforting the

child, and encouraging the child.

As "sentinels," the mothers would sometimes have to act out fictions in order not

to frighten their children. One mother spoke of her experience with this:

When a doctor made a mistake and gave my son too much radiation, I argued
with the doctor in his room. He explained, Your son cannot be cured anyway. So,
this mistake is not a major one.' I became very upset. I am still upset and want to
complain about this even now. But I had to maintain the act in order to protect
my son psychologically at that time. I should not give him any reason to fear. I
went to the bathroom and regained my composure, then went back to my son's
bedroom. I told my son, ‘I am sorry that I was upset. Since I didn't know enough,
I was upset. But I can understand that the doctor did the right thing now. Don't
worry. You are all right.'

She stressed, "I am the only one able to protect my son." From her perspective, she was

fighting not only the illness, but also health professionals.

Horne-care for the Purpose of Comforting Child

What is referred to as home-care has not yet taken root in Japanese pediatric

care- Therefore, none of the mothers did home-care when their children were under
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treatment. When they discovered that there was no further treatment available for the

children, they saw no reason to subject the children to the uncomfortable hospital

situation. After the children reached this point, 7 out of 33 mothers (21.2%) decided to

fight the cancer at home. Another 26 children stayed in the hospitals. The main reason

for this was "I did not have enough confidence to treat the child in my house." The

chronic symptoms of these children, such as pain and fatigue, and a possibility of the

appearance of acute symptoms made these mothers decide to stay in the hospitals.

In terms of the battle metaphor, home-care was the mothers' acknowledgement

that they were going to lose the battle. Another two conditions for starting home-care

were: the mothers felt that the hospital was not geared to providing comfortable care,

and they were confident in their ability to care for the child at home. The length of time

spent in home-care varied from a month to one year. The mothers made the decision for

home care with or without the support of their husbands or other family members. What

Mrs. R said was typical of statements made by other mothers.

As long as there was a treatment, I could be patient and stay in the hospital with
my child. However, there was no reason for us to endure the terrible hospital
situation if there was no treatment. Actually, the motivation for choosing home
care was not a positive one. If I could have trusted the hospital care, I would
have kept my child there.

Mrs. R clearly stated that she could not endure the hospital life when there was no

treatment. Mrs. W chose home-care because her husband and she wanted to provide the

best care they could.

My husband and I wanted to provide the best care for my son, so we brought
him back home. We took perfect care of him and I was very much satisfied with
what we did. The hospital? It was terrible. There were always conflicts between
the medical staff and us because our expectation was much higher than the care
they gave.

Both mothers thought that their children could not receive the care which would

satisfy them. None of the mothers who decided to give home-care could trust the care

given in the hospital. This was the biggest reason for their choosing home-care. They had
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5. Protecting The Child From Frightening And Disturbing Information

As was described in the previous chapter, mothers perceived what they did to

care for the child as fighting the cancer and took on the role of sentinel in order to

protect their children. At the same time, the mothers managed how much the sick child

would be involved in the battle. How much information they shared with the child

determined whether the mothers actually could work together with the sick child in this

battle. Mothers usually shared information about the treatments with the sick child.

My daughter was just three years old when she developed a brain tumor, but I
always explained to her what would be done and why. When she was going to
have her hair shaved for the operation, a nurse suggested that I not to tell her
before the shaving. However, I explained to her § she had to be shaved
because my daughter was smart enough to understand.

The mothers usually hid information about the true nature of the disease and the

prospect of death, however, they expected their children to understand the situation

and fight the cancer. The mothers' attitudes were affected by Japanese physicians'

attitudes toward disclosing the diagnosis of cancer. Generally speaking, both family

members and health professionals are not eager to have open discussions with patients

about cancer and death in Japan. A generally held belief is that patients should not be

told the truth because they would be devastated and lose hope.

Health professionals and mothers had different rationales for this belief. From

health professionals' point of view, there are two considerations that reinforce their

tendency not to disclose this information: one is the ambiguity about societal approval

of disclosure, especially as it pertains to the physician's role, and the second is the effect

that disclosure and the way of disclosing the information will have on the patient. Given

these considerations, the safest and easiest option is to do nothing.

From the mothers' point of view, they believed that they were protecting the

children from emotional distress by not telling the children that they have cancer. This

belief meant that mothers played an elaborate game of getting the child's trust while

keeping the nature of the child's disease a secret.

º -
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Lapanese Physicians' Attitude Toward Cancer Patients

The attitude of American physicians toward the disclosure of the diagnosis of

cancer has dramatically changed in the last four decades. In the 1950's, the majority of

physicians never told the patients when the diagnosis was cancer, but by 1971 they

usually did (Good, Good, Schaffer, & Lind, 1990). In contrast, most Japanese physicians

still hide a cancer diagnosis from their patients. In a survey done by the Mainichi

Newspaper in 1987, nearly 80 percent of physicians said that they did not tell their

patients of a cancer diagnosis. Also, just 53% of 1839 Japanese physicians agreed to

inform cancer patients of a cancer diagnosis although 83% of physicians would like to be

told of their own cancer diagnosis ("Gan kokuchi," 1987. There has been no systematic

survey since this one.)

This situation is amplified in the case of pediatric patients. A survey in 1993

shows that only 10% of 340 physicians (pediatricians and pediatric surgeons working in

pediatric oncology) always tell the diagnosis to the patients. However, 30% of 239

physicians who have never informed the patients believe that it is not necessary. They

give various reasons: children cannot understand the diagnosis; they will be shocked if

they are told the truth; and they did not ask what their diagnosis was (Kaneko,

unpublished).

Parents are certainly influenced by the physicians' judgement and usually adhere

to it. A report from the Children's Cancer Association of Japan (1987) says that only

10% of 394 families told their sick children what the diagnosis was and 33% gave them

a fake diagnosis. Komamatsu, Inoue, Odawara, Matsushita, & Yamaguchi (1991) report

similar findings: 13% of 30 families told their children the diagnosis and 43% gave them

a fake diagnosis. Among the participants of this study, only 2 out of 33 families (6.1%)

explained the diagnosis to their children, ten families (30.3%) explained the situation

without giving a diagnosis, four families (12.1%) fabricated a diagnosis, and another 17

families (51.5%) did not explain anything.
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Namihira(1990) points out the following three reasons why the diagnosis is

withheld from cancer patients. First, since people believe that cancer patients will die

sooner or later, they feel that telling them that they have cancer is the same as telling

them that they will die. Secondly, cancer used to be an uncommon illness. Therefore,

telling the patients and their families this diagnosis may confuse them. Thirdly, there is

no cure and little knowledge of the mechanisms that cause cancer.

A study suggests that Japanese physicians do not understand their patients'

preference regarding terminal care (Kai et al., 1993). The number of Japanese people who

would like to know their diagnosis is increasing, from 58% in 1991 to 69% in 1992 ("Gan

yomei,", 1991; "Songen-shi," 1992). However, many Japanese physicians believe that if

patients are told they have cancer, they lose hope and this would negatively affect their

health (Suzuki, 1991). Even the Manual of Terminal Care for Cancer Patients (Iino & Kouno,

1987) suggests, "As a rule, the diagnosis should not be told to the patients if their

previous physicians had not done so (p. 2)" although it writes of the importance of

making decisions on a case by case basis based on each patient's background and

discussions with other health care workers. This situation tends to make physicians hold

back from telling the patient what the diagnosis is.

Several physicians suggested that the criteria for informing the patient is mainly

the character of the patients (whether they are independent, able to accept the

diagnosis, their age, and religion) and the wishes of the family members (Kouno, 1989;

Matsuoka, 1992). However, in reality there is rarely open communication about the

diagnosis and the possibility of death between patients and the people around them,

including their physician, family, and relatives. Even though people hide the diagnosis

from patients, patients can usually infer that they have cancer and that they will die

since there is much information which has become general knowledge due to its spread

through the mass media. Also, they can interpret their families' unusual behavior.
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Children's awareness of their diagnosis and imminent death has been analyzed in

studies (e.g., Bluebond-Langner, 1989). Several studies also suggested that children

found out what their situation was although they were not informed formally. Miyazaki,

Take, & Nagayama (1971) report that 19% (8) of 0-3 year-old, 59% (20) of 4–8 year-old,

and 68% (13) of 9-14 year-old children knew they would die. Komamatsu et al.(1991)

reported that 33% of 18 Japanese school-aged children who were not told what their

diagnosis was actually knew it. Since these data were collected from only the parents,

this number might have been higher if researchers obtained the data directly from the

children. There is often a situation of "mutual pretence" in which both the patient and

people around the patient know the truth but pretend differently (Glaser & Strauss,

1965). In these situations, the children and mothers would have kept the secret from

each other. As a result, Long and Long (1982) point out the irony of the situation in

which more independent-minded American can get a lot of support, whereas the more

dependency oriented Japanese have to face their death alone.

Not Sharing the Truth

With only two exceptions, the mothers (93.9%) did not tell their children what

their diagnosis was because of the association of cancer with death. The particular

reason they gave for this decision was: "My child knew cancer was a terrible and

incurable disease through TV programs, news, and books. It was a major premise for me

not to tell him his diagnosis." Since they did not have any open discussions on the

subject, the mothers had to handle the difficult question of how to tell the children about

their illness.

When the 31 mothers who kept the diagnosis secret are examined more closely,

these categories appear: ten mothers (32.3%) explained the situation without giving

away the diagnosis, by explaining it was something like a bad bug in the child's body or

a disease in the blood; four mothers (12.9%) fabricated a diagnosis, such as anemia or a
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nonmalignant tumor; and another 17 mothers (54.8%) did not give any explanation for
the illness.

What the mothers did was not related to the child's age. The mothers

understood their children's reactions in two ways: the children did not have any doubt

or question about the given explanation, or the children had doubts or questions, but

they did not ask for any, or for very much information. Almost half the children were

categorized in the first group, and the rest were categorized in the second group based

on the mothers' interpretation.

Glaser and Strauss (1965) referred to the first type of situation as a "closed

awareness", in which the patient does not know the truth although people around him

do. The second situation is similar to what the same researchers define as a "suspected

awareness". In their study, adult patients use various strategies for getting information

through conversation with others. However, in the case of these children, they must have

used more indirect means for getting their information.

Among the children who had suspected their situation, the mothers suggested

two reasons why they did not ask questions. One of them was "because they knew it

annoyed their mothers and they did not want to do it". The other was "because they

found out their situation was not good anyway and they were afraid to ask for the truth

or they just accepted it."

The mothers' interpretation of whether their children had doubts or not regarding

their illnesses was related to the child's age. The mothers who had children over seven

years old usually said, "My child might have known his disease was a serious one." In

this case these mothers expected their children not to raise the question in order to keep

the peace. They hesitated to disclose the truth. One of them said, "Honestly, I did not

want to open the discussion even if my child knew the facts." There was an avoidance of

the subject.
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There were several exceptional cases of mothers who believed that their children

did not find out or doubt anything about the disease even when they were over seven

years old. One of these mothers said:

You may not believe it, but my son (18 years old) did not doubt what I told him.
Until the end, he believed that he had developed a curable tumor and would be
cured soon, as I had explained. I made all the decisions regarding his treatment,
hospitals, and how he spent his limited life without any discussion with him.
Some people said it was not right, but I am the person who knew what he
wanted. So I was satisfied with this.

The son of this mother was old enough to understand the situation and he received two

operations over the one and a half years of his illness. It was difficult to accept that he

just believed what his mother told him and did not have any doubts. They might have

been setting up a situation of mutual pretence in which they did not disclose their

understanding of the situation in order to protect each other's hope.

According to what the mothers said, their children tried to collect information

from TV programs, other children, and conversations between parents and doctors or

nurses without directly asking their mothers. Even if they found out something, the

children usually did not share the information with their mothers. For example, a 13 year

old boy and a six year old girl told their friends, "I might die" without telling their

parents anything about it.

Mrs. B was the case in which the truth was finally disclosed by her ten year old

daughter after they had mutually avoided it for four years.

As my daughter grew older, I became afraid she would ask me what her
diagnosis was some day. I was always thinking about how I would explain it to
her when she asked me. Since her grandparents had died from cancer and she
knew that cancer was a terrible disease, I was determined never to use the word
'cancer', and to deflect the question in some way if she asked me. She was very
sensitive about what the doctor and nurses said to me about her condition. One
month before her death, she suddenly asked me if she would die. Of course, I
replied negatively. She said, 'It is not necessary to hide the fact anymore, Mom."

The daughter of Mrs. B broke the implicit mother-child double non-disclosure agreement.

At least four mothers including Mrs. B found out that their children had known what

-º-º:
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their situation was although they did not discuss the issue further. Mrs. B said, "I did

not want to deal with an open discussion about death."

Sharing the diagnosis with the child was directly related to disclosing the

possibility of death for the mothers. Only two mothers told the child what the diagnosis

was although these two mothers' attitudes toward sharing information was not different

from that of others. Mrs. A, who had a 13 year old child was asked by the physician if

he should explain the disease to her child. This was not a common approach for

Japanese physicians, but this physician had a policy of explaining the truth to his

patients. Several mothers were even told by their physicians that their policy was to not

tell the patient the diagnosis. In Mrs. A's case, the physician explained the disease and

diagnosis to the child, but without using the word "cancer". He also did not give a

prognosis that would be hopeful. Mrs. A appreciated what the physician did and she

could maintain a good relationship with him. In this case, the physician played a big role

in the decision making and he was the one to develop the different scenario. If the

physician had not had this attitude, Mrs. A would not have said anything. This may be

a sign of the direction Japanese physicians will be moving in during the next decade.

Mrs. S, who had a six year old child, explained everything herself without much

thought even though she did not have enough knowledge about the prognosis of the

disease.

Since my son became better soon after the first chemotherapy and came back to
the house, I thought that his disease was not something severe. Also, he was five
years old. I talked him about it without much thought. There was no problem and
I felt that it was a good choice. But if I had known more about the disease or if he
had been old enough to worry about the disease, I would not have said anything.

Mothers did not tell their children what the diagnosis was when they thought

there was a possibility that giving information would have a negative effect. Mrs. S said

that she would not have told the child about the diagnosis if she had had more

knowledge about the disease. Her basic attitude toward telling her child the diagnosis
was not different from that of other mothers.
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Even though these two mothers revealed the diagnosis, they did not try to have

an opportunity to discuss it further. They also did not talk about death with the child.

They told their children the diagnosis because of their situations, not because of any
difference in their ideas or attitudes.

Since the main reason the mothers did not tell their children the diagnosis was

their fear of the association of death with a diagnosis of cancer, it was natural for the

mothers not to share the idea of death with the children. How people conceive of death

and the fear it generates is usually considered to be related to religious beliefs. Most of

the Japanese participants did not have strong religious convictions and even the mothers

who had religious convictions did not talk with the child about death. Only one out of
33 mothers shared her ideas about death with her child because she found that her child

vvas afraid of death.

Mrs. M did not have any strong religious background. She had explained to her

sor who died when he was 12 years old that he had developed Aplastic Anemia. Her

sºrh had said, "I don't worry about anything because Mom told me I was all right",

although she thought that he might have known his condition was severe. Her son was

*Ivvays thoughtful of her. When he had a relapse he said to her, "Please don't cry, Mom. I
**re all right. I will be patient during the treatment and I will be better soon." Mrs. M said:

I found that my son was afraid of death one month before he died. It was very
hard, but I encouraged myself to talk with him about death. I asked him if he was
afraid of death. He answered "Yes.' I told him, 'Every leaf falls from a tree and it
is natural. Nobody is surprised about this. I think that dying might be the same
thing. It might be natural, too." He said, 'OK. I will think about this more.' After
that, he seemed to calm down although there was no more conversation about
death between us.

She Was afraid to talk with him about death, but she pushed herself to do so because

She thought there was no one who could talk about it with him except herself. She

slees <ded to face him and the issue of death. She believed afterward that this experience

***===eher stronger.
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6. Mothers As Coordinators Of Resources

The mothers developed an effective war mentality in which they could

concentrate on fighting the cancer by establishing effective relationships with the health

professionals and mobilizing resources including non-formal peer support groups. How

much support each mother could obtain and what kind of relationships they had with

others were shaped in part by culturally defined role expectations as well as by their

particular family situations. The mothers took on the role of the coordinator of resources

in order to set up a situation which enabled them to concentrate on taking care of their ill

children. The mothers had a set of expectations of what roles their family members

would perform, which usually were: their husbands should be the main co-operator in

caring for the sick child, grandmothers should be the main source of housework and

child-care for the other children, and siblings should cope with the situation without any

complaint. However, these expectations were not always met.

Sharing the Burden With the Husband

Support from their husbands was the biggest factor affecting the mothers's care

*=1<ing situation. The way in which a husband helped his wife also affected their

**lationship after the child died. How the husbands participated in care taking varied

***Cºrding to a combination of conditions. It included the parental relationship before the

**Ireless, the mothers expectations of their husbands' participation, the degree of

*■ reement between parents regarding the requirements of care taking tasks, and the
**isusness of the child's condition. As for the husbands, the conditions were:

Vvill ingness to participate, ability to face the reality of the situation, capability in

Frce N-iding care, and the degree of flexibility in their social and work situations which

Yº-ald allow them to participate in care taking.

Mothers usually believed that they were the main caretakers. They often said,

Sr*. ly mothers can do this work. It is the same as raising a baby." or "The child preferred

*
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me." Also, since many of the subjects were housewives, they felt responsible for the care

of their children. Their husbands were expected to be a main partner in caring for the

child. The husbands also sometimes helped by taking care of the other children and

doing some housework.

There were three exceptions. Two mothers were so discouraged when their

children became comatose that they lost the will to care for their children. They were

also worried about the other children and shared the responsibility of staying in the

hospital with their husbands. Another mother became severely depressed and could not

continue to provide care. Both mothers' husbands cared for their sick children instead of

the mothers doing it.

Except for the above situations, the mothers always had to deal with the

situation, although the husbands had options: facing the reality of the situation or

escaping from it. The extent to which the husband could be depended upon to

Participate in the care of either the sick child or the other siblings seemed related to what

rrnay be called their willingness to become engaged or disengaged physically and/or

Fsychologically in the care of the child.

Some husbands often could not be physically available because of their work, but

sºrrhe husbands chose to use work as a way of making themselves physically

*** *=vailable. Others actually altered their work schedules to make themselves available

tº CtH. physically and psychologically. Even in similar work situations, what role the

**** seands played was different, depending on their willingness to be engaged or

cli **=rngaged (escape) from the process of care taking.

H****sbands Engagement In the Caring Process

There were four types of attitudes the husbands had toward their children's

*** =sses. psychological and physical engagement (15); psychological engagement and

PHS- sical disengagement (8); psychological disengagement and physical engagement (1);
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and psychological and physical disengagement (8). (One mother did not have a

Husband.) However, the husband's psychological engagement was the key factor in the

In others' evaluation of their husbands ability to share the reality and be supportive.

vºv Hern mothers said "My husband escaped", they always meant the psychological

disengagement of their husband. Even if a husband was physically present, if he was

Psychologically disengaged from what was going on with the child, he was considered to
be not supportive by the mother. In the other words, if a husband escaped

psychologically, whether he was physically engaged or not did not mean anything to the
nºncºther.

Husbands' psychological engagement. Twenty-three mothers were satisfied with

their husbands who faced the reality and shared it with them: 15 of them felt that their

husbands were both psychologically and physically engaged; and eight mothers felt their
husbands were psychologically engaged even though they were unable to be physically

Present. These eight mothers did not blame their husbands for their physical

*isengagement. They were sympathetic with their husbands' situations which did not

*>vv them to care for their children. The reasons raised were because the husband's job

**ie him unavailable and that he was taking care of the other children. One mother
Saicl:

My husband always works hard during weekdays although he values our family.
On the weekends he tries to spend as much time with our children as he can.
Since I knew I could not count on him during our son's illness, I did not expect
anything from him. It was hard, but I knew my husband thought about his son. It
was a source of support for me.

Husbands' psychological disengagement. Nine mothers felt that their husbands

had escaped from the reality of the situation: eight of them felt their husbands were also

Phy sically disengaged; and one of them saw that her husband was physically there but

not Psychologically there. These mothers were disappointed with their husbands. One

- -
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rrn other and her husband had had good communication, but issues regarding the illness

of their children were different.

During my daughter's illness, even though I gave my husband books on leukemia,
he did not read any of them. This was unusual for him since he usually reads
books when he wants to find out more about something. He also did not want to
talk with me about the illness. When I started to talk, he cut off the conversation.
I had to be patient. He only came to the hospital about once in two weeks. I am
sure he was scared and could not deal with the illness.

These mothers felt that their husbands had tried to avoid facing the situation

and sharing their feelings with their wives. However, five of these mothers did not

corri Plain about their husbands. They thought, "All right. I will do everything by myself".

Crie mother's husband was physically engaged but psychologically disengaged. She felt

that her husband did not have the ability to face the reality of the situation nor the

capacity to tolerate his own distress. She accepted it and tried to handle the situation

by herself.

I knew that my husband's psyche was too delicate to deal with the situation. He
came to the hospital everyday and played with our sick daughter. However, he
could not perform any of the tasks related to disease and did not want to talk
with me about it. I sometimes wished he was able to deal with it, but I knew I
should give up this hope. Anyway, I had to do everything.

Each mother expected a certain amount of support from their husbands, but they

S***led not control the degree of their husbands' engagement in the caring process,
**Pecially their husbands' psychological engagement with them. When the husbands
**re not responsive to these expectations, the mothers had no recourse. The mothers
*Y*luated their husbands support on this basis.

Methers Evaluation of Their Husbands' Support

Mothers's perceptions of how much their husbands helped them depended on

eir expectations (Figure 3). There were two properties to it: the mothers' evaluation of
t

-heir husbands' support, and the mothers' expectations of their husbands. In
C **bination of these two properties, four types of situations appeared: sufficient
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support with high expectations, sufficient support with low expectations; insufficient

support with high expectations, insufficient support with low expectations.

Mothers' Expectations
of Husbands Support

High Low

NMother's Judgement Sufficient War-buddy (16) | Appreciation (7) |
of Husband's Support Insufficient Betrayed (4) Do it myself (5) |

H.H.H.I.E.I. (N=32)

Figure 3. Relationship between mothers' expectation and their evaluation of their
husbands' support

Getting sufficient support. Twenty-three mothers who felt they could share

reality with their husbands felt that they got sufficient support from their husbands.

Sixteen mothers had high expectations from their husbands and they were satisfied with

their husbands support. A mother who fought with cancer for 14 months said:
We experienced the most difficult experience in our life together. My husband did
as many things to help as he could and he was there when I needed him. I feel
like we were war-buddies in that time. Our relationship became stronger.

The parental relationship in this group had been good before this experience and

* Pecame closer through the experience. Seven mothers appreciated their husbands'

*fforts because their expectations were less than what the husbands did. They

*****erstood the husband's job as the husband's identity. A mother who fought cancer for
* years said:

I did not expect anything from my husband because I knew he could not do
anything. He had never cooked, washed, or cleaned on his own. I could not
expect him to do these things, could I? Also, I knew he was very busy at his job,
but he tried to reduce his work obligations as much as possible. He came to the
hospital two or three times a week after work. That was enough for me.

The mothers in this group said, "We cannot separate because the child would

*sense sad." They maintained the memory of the child as a part of their relationship.

Wher, the mother acknowledged her husband's support, she also acknowledged his
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cHange and development. One set of parents developed their relationship through the

cHild's care. Mrs. G started by saying, "Actually, we would rather not have developed

our relationship at the cost of losing our son." Then she said:

We were not a good couple. My husband always valued his job more than the
family. We did not haveº communication between us. But my husband
dramatically changed through the experience of my son's illness. He reduced his
work and always cared for our son. What he did was much more than I
expected. Since I saw his change, I really appreciated him. Now I can stay with
him without any hesitation.

Mr. and Mrs. G cried together when their son was diagnosed and they shared

their feelings through the caring process for 13 months. In addition, Mr. G supported

NMrs. G more than she had expected. These factors developed their relationship. In this

case, of the child's illness became the turning point for the improvement of the parents'

relationship.

Getting insufficient support. If their expectations had been too high, the mothers

*ight have been disappointed. Four mothers who expected to get a lot of support from

their husbands felt betrayed by their husbands. They maintained their expectations of

their husbands even though they were continually disappointed. Mrs. S fought cancer for

*>< years.

My husband did not want to talk about our son's illness. When I tried to talk
with him, he refused to discuss it and said, “We cannot do anything. Talking
does not help him. The hospital may cure our son.' He did not think about
anything. Because he did not support me emotionally, I decided to move close to
my parents. Even if I had to stay in the hospital with our son, he did not take
care of the other children who were always left in my parents' care. He did not
fulfill the role of a father.

In this situation, Mrs. S's expectations were continually unmet by her husband. It

*PPeared that there was not enough communication and sympathy between them. The

*heise of Mrs. S to go to her parents for help resulted in her husband's feeling outside of

the family circle. After the child died, she tried to restore their relationship for a year.
"evever, Mr. S still did not want to talk about the deceased child. The relationship

-
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Between Mr. S and another son became bad and the son caused many problems in

school. Finally, Mrs. S decided to divorce him and she and her children lived with her

Parents.
Another three mothers had similar difficulties while their children were ill and

they felt their marital relationships were in trouble after their children died. However,

they saw their husbands' sadness and regret after their children died, and then they

recognized the differences between themselves and their husbands in their ways of

dealing with illness. They felt the situation was improving at the time of their interviews.

The situation for the five mothers who did not expect support from their

husbands was very different from the previous mothers. Two of them who had strong

religious convictions had a tendency not to expect anything from their husbands before

the child became ill. Another mother felt that caring for the child was her own

responsibility because she used to be a pediatric nurse.

The last two mothers expected support from their husbands at one time, but they

Yere betrayed. They then gave up expecting very much from their husbands and did

*Yerything independently. This quote was the experience of Mrs. K.

I had many problems with the health professionals when my child was in the
hospital. I talked with my husband, but he always said, ‘You are too selfish. You
have to be patient.' Since he did not come to the hospital often, he did not know
the facts. Also, he did not want to make trouble with the physician. He did not
do anything butº The person who argued with the physician and nurseswas always I. I thought that I should do everything by myself. When I decided to
change hospitals, he was against it and we argued for a long time. Finally, I did it
without his permission. I knew my husband was different from me from the
beginning of our marriage (it was an arranged marriage), but I found out that our
differences were more than I expected during the experience of our child's illness.

Aft er she lost her child, she hated her husband and did not even want to see his face for

a vºv Hai le.

I was depressed and I needed some object to blame. I picked on my husband as
the object. I thought if he had supported me, I could have given better care. But, I
found he regretted what he did not do and felt sad at losing the child. Also, he is
a good father to our children.
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The biggest difference between these five mothers and the previous group was

that they changed their expectations of their husbands. They were also confident that

they could handle the situation without their husbands' support. In this sense, they

seemed to be independent and mature mothers. All of them tended to blame their

Husbands when their children died like Mrs. K, but they were able to re-construct a good

relationship with their husbands later.

The correspondence between the mothers' expectations and their evaluation of

their husbands' support (Figure 3) was related to the mothers' feelings about their

husbands' attitude toward the illness. Twenty-three mothers who thought their

husbands were psychologically present and fell into the category of Shared Reality

thought their husbands supported them sufficiently. They are located in the War-buddy

Cr Appreciation categories. On the other hand, nine mothers who thought their

husbands Escaped from reality thought they were not supported sufficiently.
The relationship between the parents was at risk during the child's illness and

*fter the child's death. The relationship between the parents in three families, including
NMrs. S’s, did not seem to function well. They were living together, but the mothers

*isparaged their relationship with their husbands many times during the interviews. On

the other hand, there were parents who developed better relationships through the same
*Perience. What were the differences between these families?

The mothers always told about what their husbands did when the child was in

the hospital when they were asked about their husbands support. Mothers felt that they
*ere able to get enough support from their husbands who helped by doing the following:

*sueing their professional workload, visiting the hospital, listening to the mother's

Sºncerns, making an effort to understand the disease and the situation, staying at the

"eseital on Saturday nights, caring for the sick child, giving economic support, and

*Plaining to physicians when necessary. They also expected their husbands to take
C **e of the other children and do housework.
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The mothers usually put a high value on communication with their husbands. If

there was none, they could not share their burden with their husbands. There were many

limitations put on their communication because of time restraints imposed by the

hospital and the husband's work when the child stayed in the hospital, especially for the

mothers who stayed there with the child. The parents worked hard to try to

communicate with each other. The following was one example.

Since I stayed in the hospital, my husband and I did not have enough time to
talk. We tried to talk with each other on the phone and when he came to the
hospital every day, even if for just a minute. Getting a chance to talk about
topics which were to be kept secret from our child was especially difficult. We
tried to make opportunities such as when I walked with my husband from our
child's room to the entrance of the hospital when he returned home.

Many mothers used telephone conversations and opportunities when their

husbands left the child's room on their way home from the hospital. There were critical

*mes when mothers needed help onset, relapse, and death. A number of mothers had
Slear memories of what happened then. The period of time just before the child died
*ens to be especially important. For example, one husband could not stay with his
dying daughter. When the daughter became uremic, he even hoped that the daughter

Yºuld die soon while her face was still normal. Although he supported his wife in many
Yays until then, she felt that he did not support her sufficiently during the whole caring
Process. On the other hand, many Japanese mothers tended to feel that they were

*PPorted enough if their husbands gave sufficient support at these special times when
they really needed the support.

Whether the husbands helped or not was related to their recognition of the
*riousness of the child's illness. Seven mothers who had a child with a brain tumor were

*tisfied with their husbands support. These husbands tended to be more supportive
*an others because they were told by the physician that the situation was very serious

*d their children's condition changed quickly.
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Parents' Later Relationship

There were 16 mothers who felt their husbands became "war-buddies" for them

and seven mothers who appreciated their husbands' help. One of these 23 mothers said:

My husband and I shared the care and burden during the child's illness. He did
more than I expected and I really appreciated what he did. I might have cared for
my son even if his support had not been there, but I valued the fact that we
became war-buddies and fought the cancer together. As a result, we know each
other better than before and our values have become closer.

Among these 23 mothers who felt that they got sufficient support from their

husbands during the caring process, only three felt they did not get sufficient support
from their husbands after the loss. Most of them were able to share their sorrow with

their husbands and this made it easier for them to cope with the new situation. One
mother said of her experience:

Just after we lost our child, we always talked about the child before we went to
bed. The person who cried first was the winner for that night. The other one
could not cry because this person had to take the responsibility of consoling the
one who cried. These were nice experiences for us.

This couple had personalized rituals. They had a way of maintaining their emotional

‘‘Huilibrium between the two of them: when one of them was down, the other tried to

Sheer that one up. They did this by role-playing. This was not just a strategy, but an

*ntegral part of their process of getting over the loss. As long as parents could have these

Personalized rituals, their relationship was stable. They felt that they shared their
feelings. Many parents experienced the same thing. Four mothers even conducted

Personalized rituals which included the deceased child. One of these mothers, Mrs. Y,

**q the deceased child was integrated into her daily life.
When we wake up, we put our child's photo on the dining table. I always cook
breakfast for him. After breakfast, I throw away his breakfast because I think he
has eaten it. Our family always talks about him. We pick out one of his photos
and make an enlargement and hang it on the wall on every anniversary of his
death. So every year we get one more photo. In our new year greeting cards we
write the names of all our family members including him and his age. Even if he
doesn't get older, we add one year for him every year. (2 years after loss)



__*

-tº-sºº

*****

!---.
Cº.,"
ºr "
****
-***

uses sº



94

In her family, there was no taboo about talking about the deceased child. There

were many pictures and belongings of the deceased child in their living room and the

parents and older son often talked about the deceased child. Another mother, Mrs. Z,

who did not have any other child developed a more fictionalized world with her
husband.

VWe always talked about our son. If it was fine day, my husband and I would
naturally talk about him, 'Is K (the child's name) coming here today because it is
such a nice day?" He already came here and went outside to play with his
friends.' He is very busy playing, isn't he?' We developed a story in which my
son lives in a dormitory in heaven which is only for good children. They can get
and eat anything they want so they are very happy. My son comes to our house
very often, so we are not lonely. (2.6 years after loss)

In the fictional world, the deceased child was always happy and safe. It made them feel
°asy and relieved. She integrated the deceased child as a present member of her family,

which filled the hole caused by the loss of the child. It made her coping easier and the
*elationship with her husband stronger. These mothers were getting over the loss as a
Parental unit and were keeping continuity in the family life.

McClowry and others (1987) pointed out that a child's death created an

*Ptiness for families. They also suggested that there were three patterns of grieving: 1)
"Betting over it", which means family members tried not to be affected by the death; 2)

"filling the emptiness", which means family members tried to concentrate on the present

“” take their mind off their grief; and 3)"keeping the connection", which means family

"errabers held onto vivid memories which they did not want to forget. Japanese families
Sºften used "keeping the connection" pattern and these four mothers who conducted

Personalized rituals that included the deceased child were obvious examples of it.
As mentioned previously, there were three exceptions in this group. Although

*ese husbands supported the mothers during the child's illness, the mothers could not

share their feelings with them after the loss because the husbands did not want them to.

Grue of these mothers, Mrs. B said:

After we lost our daughter, my husband did not want to talk about her. I can
understand his feelings. He loved our daughter very much. Since losing her was
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terribly hard for him, he cannot remember her without pain. I cannot share my
loneliness with him, but it is all right. I can share it with my other child and sister.
(3.6 years after loss)

Parents often have problems with discussing their feelings and decisions

regarding loss of a child (Edelstein, 1984). However, Mrs. B understood her husbands'

pain and respected his feelings. She did not expect him to share her emotional burden

and found appropriate persons to share it with. The other two mothers had

characteristics similar to Mrs. B's. They said that men could not express their sorrow

well and they felt sorry for them because of this.

They also pointed out that there were differences in coping strategies between
mothers and fathers because of the closeness with the child. The child was a bun-shin

(an integral part) of mothers, but not of the fathers. The fathers also tended to have jobs

which kept them out of the house for the whole day, whereas the mothers tended to stay
* home. These mothers ceased doing many tasks regarding the deceased child and there
Yere many special reminders of the child in the home. Many researchers have found

clifferences in the grief and coping patterns of fathers and mothers (Cook, 1984; Moore,

Silliss, & Martinson, 1988; Rando, 1983; Schwab, 1990). They suggest that, statistically,

*Pthers experience more intense bereavement and poorer adjustment than fathers, and
*at mothers use a greater variety of coping strategies than do fathers. Therefore,

Parents are disappointed if they expect each other to have the same experience (Rando,
**4). Since these three mothers could accept the notion that mothers and fathers have

‘lifferent coping and grieving processes, their relationships were stable.

There were four mothers who felt that their expectations of support from their

husbands were betrayed during the child's illness (Figure 3). They were not able to

*Scept the difference at the beginning of the grieving period. They often complained that
*heir values changed while their husbands' values did not. One mother said:

I am sure my husband had a hard time coping with the situation of losing our
child and he was very sad. But his problem is just to staying at that point and he
did not do anything. I changed in many ways through the experience and I am
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planning to start volunteer work. When we talk, I find that there is no common
language between us. He cannot understand what I say. There is a gap between
us. (9 months after loss)

They became able to feel stable in the new situation two years after the loss and

three of them became able to accept the difference, however, one of them could not and

got a divorce. In her case, problems that existed previously between her husband and

herself were exaggerated by the difference in their ways of grieving.

Sex was another difficult issue for parents to cope with. The mothers had two

opposite reactions toward sex with their husbands: they either valued sex as a way of

Communicating or sharing their emotions; or they lost the composure they needed to have

sex. NAany mothers said that they could understand both perspectives, but realistically

they tended toward the second reaction. They also emphasized that their relationships

With their husbands were based more on psychological bonds than physical bonds.
Fathers whom the investigator met recognized the same reactions, but they

‘ended toward the first one. One father said, "I myself thought that sex was important
in our relationship even while we were caring for our sick child, but my wife was not

**terested. Of course, I could be patient because I could understand that she was

Physically and emotionally exhausted. Also, the child was important for me, too." It

*erned that many of the fathers tended to be more objective. They tended to go along
Yith the mothers' more subjective decisions since the mothers were the central figures in
Saring for the child.

One mother had a problem with sex during the grieving process. She could have

**, but she could not control her emotions afterwards and could not stop crying for
*veral hours. Finally, she did not want to have sex anymore, because she knew what
Yould happen after it. The same thing might have happened among more mothers who
*d not want to talk about sex; the investigator met an American woman who had the

**actly same problem. These two mothers' situations were very different: the length of
the illness, the length of time since death, the age when the child died, and the amount of
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support the husbands gave them. Both of them usually tried to control their sadness
while coping with daily life in the same way as other mothers. Having sex might have

reduced their tension and they might have become free to express their sadness.

Managing Support from Others

As was already described, in Japanese society people try to resolve problems by

using resources within the family. When the Japanese mothers asked for support, they

mainly asked supporters to take care of the other children or the housework, but did not

ask them to share in caring for the sick child. The mothers' mothers or the mothers-in-law

if they lived together were common sources of support. Japan has traditionally been an

extended family oriented country. The relationships between relatives were very close.

However, the number of nuclear families, parents and children only, rose from 45.4% in

1955 to 60.3% in 1989 (Fujin Kyoiku Kenkyu-kai, 1991). It became difficult to get

support only from relatives although many mothers still expect their mothers to be the

main source of support. On the other hand, there is not enough of a systematic support
system.

Getting Support from the Family

Mothers who couldn't rely on their own mothers (or mothers-in-law who lived

with them) for support had a hard time. Some of them tried to seek support from a
mother-in-law who did not live with them. Mrs. Lasked for help with the household
and the other child from her mother-in-law who lived far away for six months when her

daughter was in the hospital the first time.

We couldn't ask anyone to take care of my other child while I was in the hospital
with the sick child because my mother was sick. So we asked my husband's
mother to come to our house and take care of the other child and the housework.
Because of this, I was unable to talk freely with my husband on the phone. I was
frustrated with not being able to share my burdens with my husband.

i
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Since she did not have a close relationship with her mother-in-law, she was reserved

with her mother-in-law. It made her feel not free. A similar thing often happened to

mothers who asked for support from their mothers-in-law who did not live with them.

Getting support from a mother-in-law often caused tension in the family.

VWhen the mothers could not get support from relatives, they had to ask others,

such as friends, volunteer groups, professional helpers, or neighbors. There were many

limitations in these situations. For many mothers, support services were unavailable.

Even when support was available, there were limitations on the time schedule of the

support personnel and/or the services did not fit the mothers' needs. Also the cost of

professional help was often too expensive.

There were three mothers who could not get any support from anyone or their

husbands. One of these mothers, Mrs. N, managed taking care of the sick child in the

hospital, two other children in their house, and the household by herself for a year and a

half during her daughter's illness of three and a half years.

After my two children went to school, I cleaned and prepared dinner quickly.
Then I went to the hospital to see my daughter. I stayed there until 7:30 pm and
then came back to my house. My husband worked from early in the morning until
late at night, so I had to do everything. I was always running between my house
and the hospital. I wished I had two bodies. I felt the Ushiro-gami o hikareru omoi
(a feeling of leaving one's heart behind) in each place where I was not.

The mothers who carried the total responsibility by themselves were satisfied

*ith their accomplishment, although they became exhausted. Mrs. N said, "Although I
lost my daughter, I can tell everybody that I did everything that I could." They also felt

that they had become stronger and more independent.

Methers as war-buddies

The mothers learned from more experienced mothers in the hospital how to

become be-te-rans (veterans) about the disease and the treatment process, and how to

°Pe with hospital life and health professionals when they stayed in the hospital. They
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also learned that they were vital to the process because the hospital's care was often

insufficient and the staff sometimes made errors. Eventually they started to play the role

of mentor for subsequent newcomers.

The 20 out of 33 mothers (60.6%) who stayed in the hospital during their

children's first hospitalization usually had experiences with other mothers in the

hospital which made a strong impression on them. Several exceptional cases did not

have an opportunity to meet other mothers in the hospital for some reason such as that

they were isolated from others or there were no other mothers who had gone through a

similar experience in the same ward.

Mrs. J and Mrs. Kwere typical cases who were influenced by other mothers. Mrs.

J said:

Other mothers were like buddies in the war with the disease. We formed a team
and helped each other. When I first went to the hospital, I was depressed. I could
not understand why other mothers could be cheerful and I hesitated to talk with
them. However, later I figured out that they tried to cheer themselves up for the
sake of their children. After that, I became able to be more open-minded.

The mothers all sympathized with each other and shared their hopes for each

other's survival. Mrs. Khad a similar experience. She was influenced by a be-te-ran
mother whose child was in more serious condition than her's. Mrs. Ksaid:

I was very depressed for two weeks at the beginning of my stay with my child in
the hospital. I met a mother who had a child with muscular dystrophy, though. I
thought that my child was more fortunate because he had some possibility of
being cured. Then I found that there were many children with cancer in the ward.
I started to open my mind. We developed strong relationships soon. Talking with
other mothers º me. They were the only people who could understand myfeelings because they had similar burdens.

At the beginning of their experience, neither of the mothers could put her

situation in perspective because of the shock and depression caused by the diagnosis.
Sºnce they opened their minds, the mothers usually could connect with each other very
well. Many mothers said, "Since we had similar backgrounds, we could easily be open
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with each other." They felt that they were not alone or their situation was better than

that of many others and that they could cope with it.

Managing the Siblings

How to deal with the siblings was a constant concern for mothers even when

they could get someone to take care of the siblings. Many mothers were not able to

provide much attention to siblings during the time their children were ill. Despite their

feelings of guilt, the majority of the mothers thought that there was no other way to

manage the situation. One mother and her husband spent four months in the hospital.

She prevailed on her mother to care of her 10 year old child and one month old baby.

To tell the truth, I felt easy because I could rely on my mother to take care of the
other children and all the housework. I forgot about them and concentrated on
caring for the sick child. I felt a little guilty about the children, but I wanted to
spend all of my energy on the sick son because his life was limited.

Another mother stayed in the hospital for a total of two years. Her husband,

Sister, and mother-in-law cared for her 6 and 12 year old children.

i
When my husband could stay in the hospital, I came back to my house for
several hours. I tried to spend time with my other children. However, I did not
remember anything. I listened to them absent-mindedly. I was always worrying
about the sick child. I justified my behavior by thinking that the other children
were all right even though I could not take care of them. 3
Both mothers concentrated on caring for the sick child and relied on their

relatives to take all the responsibility for the other children. They also said, "It was

natural for the other children to co-operate in the situation because we had a sick family
member."

Generally, the sick children were the center of attention in all the families and the

siblings were usually kept outside of the process of caring for the sick children. Siblings

Yere expected to cooperate in spite of the fact that they were usually kept uninformed º

*bout the true situation of their sick siblings. The main reason they were kept
*ninformed was the parents were afraid the siblings would tell the sick child the truth
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while the parents were trying to hide the facts from the sick child. Though uninformed,

the siblings were expected to make sacrifices in their schedules in order to keep harmony

in their families. When siblings complained, the mothers tried to explain to them, "You

have to be patient for your brother (or sister)."

Only six mothers told the siblings about the disease before the child died. For one

mother, the truth was unavoidable because she started a campaign to solicit a BMT

(bone marrow transplant) donor. In one case, a grandmother told the siblings everything

and the mother had to take care of the consequences. Although a lot of care was taken

to keep the secret, the truth was sometimes revealed unexpectedly. Fourteenaged

siblings were thought to be able to cope with the truth and were expected to participate

in caring for the sick child. The age of the siblings may have been taken into account in

the decision to let them know what the situation was. When the siblings participated in

the caring for the sick child, they could understand the situation and the sick child's

feelings. It contributed to their maturity and the family relationships became closer.

NMany hospitals prohibited siblings from visiting the ward if they were younger

than 13 years old. Also, parents tended to separate the sick child from the siblings when

the child's condition was bad. It was difficult for siblings to imagine what was

happening to the sick child in the hospital. Ms. M was 8 years old when her older
brother died and she told about the situation.

I did not know anything while my brother lived. Ever since I was small he was
always sick, but I could not believe he died because I had not seen him for a long
time and I thought it was not so serious. After he died, my mother told me about
his illness. It was Acute Leukemia or something. My mother borrowed several
books written about this disease and I read them. After that I began to
understand my brother's feelings a little bit. The treatments, especially the
injections were painful and he had a hard time in the hospital. I regret that I was
sometimes dissatisfied with my situation during his illness. In my family, he was
always the main child and Isometimes envied him.

This girl was always a "good child" and did not complain about anything. Even when
her parents asked her what she wanted them together, she replied, "Please buy
Something for my brother because I feel sorry for him. He has to stay in the hospital."

i
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Siblings were usually able to be "good children". However, five older brothers became

emotionally unstable and two older sisters became depressed. If siblings could not cope

with the situation, it became a double burden for the mothers.

There was a big news story about a family who gave birth to a baby in order to

have a BMT donor for their daughter in the U.S. several years ago. Many Americans felt

this was ethically unacceptable (Marrow, 1991). By contrast, in Japan, the idea of

having a baby for the sake of the sick child was considered acceptable. Three out of 33

families had babies to have BMT donors in the family. Mrs. T was one of these mothers.

My husband and I were not planning to have more children, but the physician
suggested we have a baby in order to have a BMT donor. We approved of the
idea and I was able to get pregnant soon, but it came too late to do a BMT. The
motivation was to make a BMT possible, but the baby is as valuable to me as my
other children, so, I don't feel guilty.

Similar to Mrs. T, the other two mothers felt no guilt for having a baby for the

purpose of having a donor. They said, "That was just a motivation. We love the baby as

much as the other children. It was natural for us to desire to save the sick child's life by

doing anything we could."

NMrs. L's son was asked to donate bone marrow for his sister without receiving

any detailed explanation of what was happening.

I thought that my son was not afraid of the BMT because we just explained to
him that in order to save his sister we needed him to give his blood. He did not
know more than that. Of course, he was in pain after the BMT, but he did not
complain much. Since we praised him for saving his sister's life, he felt proud.

Mrs. L did not have any regrets about what she did. She said, "My son always had to

control his emotions because his sister was sick. I sometimes felt sorry for him, but there

was no other way for us."

Differences Between Iapanese Mothers and American Mothers

In the previous four chapters, the Japanese mothers' process of becoming be-te

*is was described. I also conducted interviews with 17 Americans and went through

i
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the same analytical process mainly to sensitize myself to the cultural influences that are |

affecting Japanese mothers. Although these findings are not presented here, I will briefly
-

review the major differences between American mothers and Japanese mothers.

Basically, both Japanese and American mothers had the similar experiences

during the caring process. They became the main caretakers of their sick children and

dealt with the new cancer world. Then they maintained their emotional balance between

hope and resignation. Both counterparts tended to stay optimistic and maintain their

hope. However, their attitudes toward the treatment in the terminal stage were different.

American mothers put more value on the comfort of the dying child, whereas Japanese

mothers tended to put more value on doing whatever possible that might lead to a cure,

no matter how slim the possibility.

This is related to how much the sick child participated in the decision making.

All American mothers shared information about the illness and treatment with the child.

Children understood their condition well. They always participated in the decision

making in some way. With older children, they even sometimes chose to stop the

i
treatment when they knew they were in the terminal stage although their mothers were

not ready to do it. On the other hand, the Japanese mothers usually hid the diagnosis

and prognosis from their children. It meant the ill child was one of the main players in

the U.S., whereas the mother was the main player in Japan. 3
Another difference between the two groups was how the mothers took care of

their tasks. Japanese mothers tended to take care of the sick child by themselves and did
not share this task with others. They tended to sacrifice their whole life for the sick child
and could not pay enough attention to other children or to housekeeping. American
mothers shared the caretaking responsibilities of their sick children with the husband or
others (grandmothers, godmothers) and kept a balance between spending time with the *

sick child and doing other things. It helped them to be relieved of the depressing
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situation for a while. They tended to divide their life between the siblings, housework,

and their jobs.

Therefore, if the battle with the cancer is seen as a play, the Japanese mothers

created a solo performance mainly in the hospital context, whereas American mothers

co-starred with their sick children in both the hospital and at home.
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7. Dealing With The Loss Of Someone Special

While mothers were engaged in the battle with cancer along with their children,

they developed a special sense of unity between themselves and their children. Over

time, this resulted in children taking on special qualities in the eyes of their mothers and

the development of an intense mother-child relationship. The children's special status

outlasted their lives. Mothers believed their children to be present within or along side of

themselves long after the child had died. This chapter and the next will look at this

process of the child becoming a special object and how mothers managed to live with the
loss of their children.

The Ill Child. As Special

Almost all the mothers clearly stated that the deceased child was special and

still lived on inside of them. When and how did they develop this conception?

As was already described, the idea that a child was a bun-shin (an integral part)

of mothers was the basis for the child-mother unity. In addition, as the primary

caretaker, the mothers continuously had to give special attention to the sick child. They

concentrated on protecting the child from unnecessary physical distress when the child's

condition deteriorated, and always tried to avoid emotional distress. Even when their

children's cancer was in remission, they would often say it felt "like living with a bomb".

It was natural for mothers to develop a close relationship with their children and know

more about their children's character through the caring process.

NMothers felt that fighting the cancer was a child-mother joint enterprise. They

expected their children to fight along with them and they were proud that their children

fought well. It made them develop a particular image of the child as good.
It seems there are no preconditions for establishing this kind of relationship.

While two-thirds of the mothers had a special relationship with their children before
they became ill, one-third reported they had not viewed the child with cancer as special

i
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before the illness was diagnosed. Mrs. T, one of the mothers who had a special

relationship with her child from before the illness, explained it this way:

Since I quit my job just before he was born, I could raise him by myself. He was a
lovely, gentle, and easy going child — very different from his older sister whom I
asked my mother to raise. He was always "my special boy".

On the other hand, Mrs. R's explanation typifies the experiences of the one-third

of mothers who developed a special relationship with their children through the process

of caring for them during the illness.

Just after my daughter was born, I was promoted and became busier than before.
I did not have enough time to play with her. When Istayed with her in the
hospital, we played a lot. I really enjoyed and valued this. Through this
experience, I came to know her better than before and felt closer to her. She
became four or five times more mature after she became sick. I could talk with her
as I would talk with an adult.

Mrs. R thought that staying with the child was a good opportunity for her to enjoy being

with her child and to get to know her daughter better. This pattern was typical: the more

they got to know the child, the closer they felt. Half of the mothers in this group also felt

guilty about their childrens' condition. This is because they felt they might have

discovered the illness earlier if they had paid enough attention to the child before the
Onset. NMrs. X said:

He was the second of our three sons. I had paid more attention to the first and
last one, so I felt guilty when he was diagnosed as having a brain tumor. If I had
watched him more carefully, I could have found out earlier. During his illness, I
concentrated on caring for him and gave him a lot of attention. I felt that our
relationship became very close. Although his face changed and my husband
could not accept it — my husband always says, " His real face was not ugly like
that. I'd like to forget that memory" — I felt that his face during the illness was
lovely and I miss it.

Like Mrs. S, this guilt became a motivation to pay attention to the child and provide

better care, and this in turn became an opportunity for them to know the child and
develop their relationship. Regardless of the child's status prior to the illness, it was this

OPPortunity to improve the relationship with the child that made the child "special".

i
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Two cases did not fit this pattern. Taking on the role as the main caretaker of the

ill child was an important factor in determining whether a mother would give special

attention to the child. The two mothers whose children became unconscious early in the

illness did not perceive the child as a uniquely special person. (These mothers were

introduced in the section, "The context for the inability to become be-te-rans".) The fact

that they could not communicate discouraged them and they did not become their
children's main caretakers.

My daughter became unconscious and could not speak or react. Since my older
son was small and was not strong, I thought that I had to stay with him after he
came back from his pre-school in the afternoon. I went to the hospital in the
morning and my husband went there after his work and stayed with her at night.
I was worried about my daughter, but I tended to pay more attention to my son.

Except for these two cases, the deceased children were described by mothers as

"my other self", "the reason for living", "everything in my life", "a precious object", or "my

dearest child". Once mothers developed a close relationship with their sick children, the

boundaries of their selves were, in a way, expanded. After this, they maintained special

images of these children when they died.

Other factors, such as the child's age, sex, length of illness, whether the child was

appreciative of the efforts made on his or her behalf, or whether the child was kind to

the mother did not matter. Mothers' perceptions of their children during the illness were

always positive.

The strong emphasis on the deceased children as very special and nearly perfect

had negative consequences on the living siblings and the relationships between the

mothers and the other living children. Mothers sometimes compared the image of their

deceased child with their other children, either consciously or unconsciously. One mother

described her feelings:

My deceased son was a very special boy. I sometimes even thought that God
might have made a mistakeº giving him to us because he was too nice.
Compared to him, my other children are common kids. I should not do it, but I
cannot stop comparing my other children to him. My youngest son often asks me,
"Who is the best child in our house?" I know he expects to be told that he is, but I

.
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cannot say this because my deceased son is still my number one child. I tell him,
"If I count from the youngest, it would be you. But if I count from the oldest, it
would be M (the deceased child)."

Because she felt that comparing her children to each other was not the right thing to do,

she experienced a conflict that she could not control. Mothers often said that comparing

their children with the image of their deceased child was not fair because the memory

became much better than reality. Some of the siblings expressed themselves directly to

their mothers like this mother's youngest son, but many of them did not.

Another mother did not find out about her son's feelings until a year after his

older brother's death.

One day, I went to my deceased son's grave with my younger son. He suddenly
screamed, "I hate my older brother!" in front of the grave. I was very shocked.
Unconsciously I might have always been telling him about his deceased older
brother. I felt very bad for him and started to refrain from talking so much about
his brother with him.

In this case, the sibling's response at his brother's grave alerted his mother, and changed

her attitude toward him. However, many siblings did not show their conflicted

emotions. Many mothers said, "My other children are all right. They could cope with the

situation without major problems." In sum, the mothers' need to maintain an idealized

image of the deceased child sometimes resulted in the siblings' sense of rivalry and

jealousy toward the deceased child.

The Numbing of Emotions at the Time of Death

Losing their children forced mothers to go through difficult transitions. Since

they were the main caretakers, the mothers' lives came to be centered on their children.

What mothers experienced immediately following the death of their children will be
described in this section.

Although all the mothers remembered in detail how their children had died, they

did not really acknowledge the loss of the child to themselves when the child actually
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died. In order to protect themselves, it was common for the mothers to react by not

thinking about it and feeling that "it was not real." For example, one mother said, "The *

experience was too unreal for me, so I felt that I was a heroine in a tragedy. I saw the

event very objectively."

Denial of the problem is thought to be an effective initial form of coping which

allows time for preparation (Lazarus, 1983). Rando (1986) described the "avoidance

phase" as the period when parents wanted to avoid acknowledging the loss, although

they had received news of the death. At this point, parents are bewildered, numb and

unable to comprehend what has happened.

Rituals are both social and personal practices (Kollar, 1989). Rituals represent T.

the essence of the culture and illustrate basic assumptions of fact and value in the

culture (Ortner, 1978). The funeral ritual helps mourners to accept reality of death

(Kollar, 1989) or reestablish equilibrium, although it may be unstable (Ortner, 1978). In

this phase, the memorial services center on the funeral which plays an important role.

Japanese funerals are traditionally well organized. People are expected to conduct the

funeral based on a specific and detailed ritual and code of conduct which requires them

to follow a circumscribed plan that has a certain order and manner. Since the funeral is a

special event for everybody, there are many Japanese books and video tapes which

teach people how to run a funeral. The etiquette surrounding death is similar to that 3
described in books of etiquette found in the West, but requires greater and more

particular attention and adherence to the rules. Because everybody needs to follow

certain rules according to their social roles, parents, as sponsors of the event, are usually

tense.

The social circumstances surrounding the funerals kept the mothers busy and

distracted them from the pain of loss. This was exemplified in one scene of the movie º

"Ososhiki (funeral)" directed by Juzo Itami, where the son-in-law of the deceased is

absorbed in watching a video on the night before the funeral in order to learn how to º
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behave and speak at the funeral. It reflects the way contemporary people desire to act

"correctly" in a funeral, although they usually ignore traditional customs. Mrs. G

recounted this experience:

I just concentrated on carrying out my role perfectly for the funeral. I could not
become confused or make mistakes during the ceremony. I felt it was someone
else's funeral, not my child's. My emotions were numbed. I was shocked when I
saw my child's cremated bones. I acknowledged the death of my child. His bones
were extremely thin— it was an indication of how severe his treatment was. I felt
very sorry for him.

Similar to other mothers, Mrs. G tried to perform her role as well as she could. Doing so

enabled her to remain emotionally distant and to delay facing the reality of her child's

death. The funeral performed an important function in that it helped them to prepare
themselves before they faced the reality of the loss of their special child. The mothers
acknowledged the child's death momentarily when they saw the child's body put into
the coffin or furnace or saw the cremated remains. However, it was still not real for

them.

All the mothers went through a period of unconscious avoidance of thinking

about the loss. The impact of losing the child occurred when they settled down after the
funeral.

Going Through the Loss and Coming out of It

After the funeral, the mothers had to face the reality of the loss and re-organize

their daily life while the memory of the deceased child stayed with them. It was the

hardest time for them. All of the mothers experienced the period after death as unhappy

and dull, and this usually continued for a year. Several mothers described their life

during this period was "Suna o kamu yoo na mainichi" (every day was like chewing sand).

Many researchers suggest a stage-like process in the grieving period. For example,

Rando (1993) suggests avoidance, confrontation, and accommodation; Stephenson

(1985) suggests reaction, disorganization and reorganization, and reorientation and
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recovery; and Edelstein (1984) suggests disorganization, holding on/letting go, and

reorganization. On the other hand, Bugen (1977) criticizes the theoretical weaknesses

and inconsistencies of this approach: 1) each stage is not separate; 2) it is not necessary

to experience every stage; 3) each person experiences a different intensity and duration

of each stage; 4) there is little empirical evidence that grief is experienced in stages.

Individual mothers' patterns of coping and integration in grieving process is described
below.

A mother who went through a typical process of overcoming the pain of loss is

described first. Mrs. J had lost her youngest child four years before. The daughter of Mrs.

J had Acute Lymphocytic Leukemia (ALL) for five years and died when she was 10

years old. This child stayed in the hospital for a total of almost three years. During the

period of relapse, children usually stayed in hospitals, thus the length of stay in the

hospital reflects the severity of the child's condition.

From the beginning, I was told that my daughter's situation was severe. In the
beginning, I wanted to reject this fact and believed that she would be cured. But
in my head I was always thinking about the possibility of death. Each time she
had a relapse, I faced the possibility that she might die. I thought about her death
and funeral unconsciously before she died. I was all nerves and depressed.

Because of the child's many relapses, her mother was psychologically prepared for losing

the child throughout the illness. However, when it actually happened she could not

accept the child's death.

When she died, I did not feel that her death was real. She had many convulsive
fits and high fever for a while before the death. Since these problems were gone
and she was very peaceful and also beautiful, I felt easy. However, I was very
shocked when I saw her in the coffin. I realized that I had lost my daughter then,
but it was temporary. I do not remember well what happened.

She tried to avoid or deny the reality. The following quote reflects her situation during

the first year after the death of the child.

After the funeral, my husband returned to his work and my children returned to
school. I started to become depressed. The reality was that I had lost my child
although I did not want to admit it. I was lonely in my house. I could not go
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outside because talking with others made me more depressed. I could not
concentrate on anything and was just depressed. I was crying all day. I
sometimes thought that I did not want to live in a world in which my child did
not exist. But at different times I felt that I had to live as long as possible for her
because she wasn't able to live long.
On the other hand, I felt relieved that it was not necessary for my daughter to
suffer anymore. Also, I felt assured that my daughter was happy in heaven. I had
cared for my parents-in-law and was at their deathbeds. I was sure my daughter
was protected and loved by them. I finally summoned up my strength and
cheered myself up so that I could go outside. I knew my deceased child would
not be happy if I was depressed.

It was hard, but five months after the funeral I started to go to driving school and
to read books about death. Sometimes I still got depressed, but not always since
going to the intensive driving school program every day was time consuming. It
took me two months to get a license. This gave me the ability to go anywhere by
*: and gave me confidence because I used to think I could not do anythingathletic. In addition, it was comforting to read books which helped me
understand the meaning of my daughter's death. Since I learned many things from
my daughter, I think she was an angel who brought me a message from God. I
learned the value of health and life from her.

Mrs. Jacknowledged the child's death and became depressed. All of the mothers

went through a period after their loss in which they experienced depression, crying, and

the inability to concentrate on anything. Many studies describe the psychological

symptoms mothers experience after the death of a child, for example, one study

suggested that mothers had headaches, crying, and panicky feelings (Payne, Goff, &

Paulson, 1980). Mothers often avoided contact with others because they felt alienated

from other people who seemed to live in a more normal day-to-day world. Mothers lived

in a world filled with only memories of their deceased child. Feeling lonely was a

common phenomenon in this stage.

Another conflict mothers dealt with was the gap between their situation and the

role that was expected of them as a mother who lost a child. One mother said:

I always got angry when others said, 'You seem better than I expected.' They
couldn't understand my situation. I was very depressed but tried to cheer myself
up. Also, I couldn't cry constantly for 24 hours.

This is an example of how the "temporal self" which others in society expected was

different from the self which the mothers acknowledged.

;:
3



*****

****

wasmasusº"

!---º
Cºlº'~
<--
assº"
**



113

For these mothers, the swing between feeling "lonely" because the child was no

longer with them and feeling "relieved" that the child was no longer suffering made them

feel as if they were on an emotional seesaw. When "loneliness" was heavier than "relief",

they were depressed. In the opposite case, they felt easy.

Rando (1986) mentioned a sense of relief after the loss. She wrote that it often

reflected parents' response to the alleviation of suffering and the termination of

responsibilities. Many mothers stressed that their sense of relief came from the fact that

their children would no longer suffer, although several of them also experienced relief in

terms of having completed their responsibilities.

Mothers also experienced being on a seesaw with regard to how they valued the i

living world. Before their children died, mothers felt that they had to live as long as

possible in order to care for the child. When they lost their children, their reason to live

disappeared, and this resulted in a sense of apathy. The commonly expressed

sentiment, "I did not want to live in a world in which my child did not exist," signifies

the devaluation of the living world. The other position was the re-evaluation of the loss

which was related to learning the value of living: "I have to live as long as possible for

her." Loneliness was often related to the devaluation of the living world and relief was

related to its re-evaluation. Mothers swung back and forth between these attitudes but

gradually shifted from devaluation to re-evaluation of the living world with time and :
finally felt that "Life is valuable."

As in Mrs J's case, the motivation for overcoming depression often came from the

idea that the child did not want its mother to be depressed. Dreaming of the deceased

child often gave mothers a way to reach this turning point. One mother said, "In my s

dream I saw that my son was always healthy and lovely. He might have wanted to tell | -

me he was happy and he wanted me to be happy, too. This became a turning point for *

me."
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Another indicator that mothers were becoming motivated to overcome the

situation was when they would find other ways to define themselves. One mother said,

"I did not want to play tennis with my friends as I did before I lost my child, but through

this activity I found out that I could have happy moments. I also found that I was not

only 'a mother who had lost a child' as I had been defining myself. I felt I should have a

more varied identity the way I did before." These variations in identity related to each
mother's life and values.

The deceased child often took on the role of a spiritual guide in the mothers'

lives. One mother said, "I think my child tried to teach me something by her death, so I

have to live in order to learn what it is." This mother perceived a new task in her life

which was given by the child's death. Mothers continued to ask the question, "Why did

my child become ill?" throughout the illness. Then they faced a new question, "Why did

my child die?" after the loss. Reading books was a common strategy for getting answers

to this question. The following quote illustrates the process Mrs. Junderwent.

Then I started an aerobics class and I felt I was happy to have a good body
which my daughter did not have. I also met many interesting people there who
did not know about my child. Talking with someone who did not know my child
was much easier for me. These were the two biggest changes in my life. I felt I
became more positive than before. My relationship with my husband was not
healthy during the child's illness because he was too depressed about her illness.
But it became better after I started to change, and we enjoy doing various things
together now.

I don't want to see other mothers whom I met in the hospital anymore although
they supported me a lot during my child's illness. I feel I have graduated from a
certain phase and my perceptions have changed. I do not want to return to the
past. The sadness I feel about losing my child is still great, but I am happy for her
because I am sure that she is happy in heaven with my ancestors. I am satisfied
that I did my best and she lived as much as possible.

Like other mothers, Mrs. J was encouraged by the thought that the deceased child

was happy after her death and this made her sense of relief outweigh her loneliness. Her

sense of satisfaction with the care she provided also comforted her.

The literature is not consistent about the relationship between parents' symptoms

of grief and the passage of time after the loss of the child. One study concluded that

i
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parents' symptoms are reduced over time (Payne, Goff, & Paulson, 1980); another study

concluded that they tended to decrease and then increase again (Rando, 1983); and

other studies concluded that there is no relationship between the time from the death

and the severity of the symptoms (Moore, Gilliss, & Martinson, 1988; Martinson, Davis,

& McClowry, 1991; Hazzard, Weston, & Guttes, 1992). However, in this study the

symptoms of the mothers decreased over time, especially with respect to symptoms of

depression.

Although Mrs. Jexperienced severe depression for only five months, many

mothers said, "The first year was the hardest period. By the second year after the loss, I

became able to cope with daily life in some way." They also mentioned that the San kai-ki

(the third memorial service), which is done at the end of the second year after the death,

became the turning point for them. Mourners have a temporal self which allows them to

escape from daily obligations. However, the time period in which they mourn should be

no longer or shorter than societal expectation (Strauss, 1959). In this sense, one year is

the expected period of grieving in Japanese society and mothers unconsciously followed

this social norm. Buddhist memorial services are basically held on the 7th, 14th, 21st,

35th, and 49th days after the death, and then on the first and second anniversaries of

the death. After the second anniversary service, there are no memorial services until the

7th anniversary. Therefore, the first year is the busiest time to think about memorial

services. Many mothers said that these obligations sometimes bothered them, but also

helped them to connect with real life and became opportunities to share the memory of

the deceased child with the other participants in the services who were usually relatives

and close friends.

The particular situation each mother experienced affected the amount of time it

took to stabilize their lives. Whether mothers consciously prepared for the loss affected

the immediate impact of the loss. Other factors such as whether mothers consciously

prepare for the loss, the degree to which mothers felt unified with their children, whether
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mothers became be-te-rans, and child's age during the illness affected the mothers'

process of healing after the loss.

Immediate Impact of the Conscious Preparation for the Loss

Through the comments of the physician and/or the observation of the child,

mothers usually engaged in conscious preparation for the loss before the real loss.

However, the extent of preparation varied. This preparation period ranged from a week

to a year before the loss. A majority of mothers experienced the beginning of this within

two months before the death of their children. One mother explained her experience

which was a process of gradually accepting the loss.

My husband and I were told of the very severe convalescence in the beginning, so
we could accept the reality little by little for eight months. Especially when my
son became unconscious two months before his death, we knew he might have to
die soon. We did not need the doctor's explanations anymore. We told each
other, “He has already become half an angel."

Many researchers use the term, "anticipatory grief" which is the accommodation i
to the loss of another and to passage of the grieving process before the real loss.

Anticipatory grief reduces abnormal grief after death (e.g. Rando, 1983; Volkan, 1981).

At the beginning of the grieving process, mothers who mentally prepared for the loss or

had anticipatory grief experienced an easier process than mothers who did not. In the :
previous example, Mrs. J had many opportunities to prepare for the loss because her

daughter's condition was serious. Mrs. M, who did not receive any predictions of the

child's death, is compared with her case.

Mrs. M was in a situation similar to Mrs. J's: both mothers lost their children 4

years ago; both children developed acute lymphocytic leukemia (ALL); and their length

of illness and age were similar (the son of Mrs. M was 11 years old when he died and he

was ill for four years, whereas the daughter of Mrs. J was ten years old and she was ill

for five years). The total length of stay in the hospital in both cases was very different.

The daughter of Mrs. J stayed in the hospital for a total of three years and the son of
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Mrs. M was there less than a year. Therefore, this boy's condition was usually better

than Mrs. J's girl, even though the length of their diseases were similar.

My son was in remission for three years, so we thought that he might have been
totally cured. Even when he was hospitalized after i. relapse, my husband and
I believed he would be cured soon. His condition became better at once, but he
choked and the situation suddenly changed. The doctor could not predict his
death. I could not believe that he § died. For some reason, I believed that m
son would come back if I could manage the funeral well, so I worked hard. I
automatically cried when I saw his dead body, but otherwise I believed he would
return. I was just confused and felt I was going crazy.

She tried to deny the reality of her son's death, but eventually she started to

acknowledge the loss. The following is her description of what happened within a year

after the loss.

I had to acknowledge the reality after the funeral, which was a real shock for me.
Because of the shock, I could not get up in the morning and could not go outside
until the first anniversary of the memorial service. I wanted to reject reality. Of
course, I tried to overcome the situation, but I could not. The more I tried, the
more depressed I became.

Mrs. M accepted her temporal self as a mourner. She tried to change her situation the

way Mrs. J did, but she failed. She might not have been ready yet. Other mothers had

similar experiences. One mother said, "I failed because I struggled desperately to get free

of the situation before the right time. I should have waited for the right time." The length

of time required before reaching the "right time" or being ready to re-organize their lives

varied from two month to three years.

Every day I remembered what happened on the same date a year before. I felt
like all of my tissues were made of parts of my son. I could not breathe well
because I felt I would lose some of him if I breathed. I even wanted to seek his
foot prints on roads and pat them. I always thought about him. I, myself, did not
exist. I just thought about him. I could not pay attention to anything including my
other children.

Mrs. M clung to the memory of the deceased child and it caused her to escape from

reality. This relates to why sick children became especially important for mothers during

the child's illnesses. Mothers tried to develop a special world in which they existed with
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the memory of the child. As long as they stayed there, they were safe. Once they had to

face reality, they felt insecure.

I thought that I should not be happy because I felt bad for him. He could not be
happy anymore. I also looked for what was wrong; why he had to die. It made
me feel guilty because I tended to connect the cause of his death with my faults. I
started to drink. It was not much (a bottle of beer per day), but I could not sleep
without it. This situation continued for over a year. The first year was terribly
hard.

Blaming themselves and feeling that they did not deserve to be happy were also

common symptoms for mothers in this phase. These feelings were connected to their

sense of guilt regarding their children's death. This was also related to the idea of

devaluation of the living world and was reduced with time from the loss. Mothers

usually did not feel this way for more than two years. The following quote describes

what happened to her later on.

I kept everything related to my son, but I found that everything had become worn
after two years. I felt like his memory had also faded, so I put it all in a beautiful
f. and threw it away. I also wrote a diary during the first two years afteris death because I used to write memos about his condition during his illness.
Recently I read it and I found that I had just written about my memories of him.
Until the san-kai-ki (second anniversary service) of his death, my main reason for
living was to purchase a good grave for him. When I finally put his ashes in the
grave, I felt that he was living in a different world from me. I was very sad.

I had many opportunities to talk about my sadness and difficult feelings with
other mothers who had lost children and who also knew my son. Because of
them, I was not lonely. Little by little, I accepted reality and thought that I had to
remember not only being sad and losing him, but also how happy I was to live
with him. I cannot erase his memory, but I think I am more able to live with it
In OW.

Finally, she symbolically accepted the reality of the loss and honored the memory

of her child by getting rid of the child's belongings in a special package and making a

grave. She used strategies of re-experiencing the loss by writing a diary and sharing her

burden with others. She saw the positive side of sharing time with the child and could

locate the child's memory in an appropriate place. When the mothers did not go through
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conscious preparation for the loss, they had a harder time immediately after the loss,

although it did not change the situation in the long run.

Although there were no systematic support groups for parents who lost children

to cancer in Japan, women tried to attend support groups, such as support groups for

people who have lost someone in the family for any reason or support groups for

parents who have children with cancer. Once they felt comfortable attending, they

stayed with these groups for over a year. These women usually still have chances to talk

about the deceased child with a limited group of people even long after the death.

Several women mentioned that they met women in support groups who lost children 10

or 20 years ago. Attending support groups enabled women to believe it was all right to

be sad.

Mrs. J and Mrs. M had opposite approaches to their relationships with other

women who had lost children: Mrs. J tried to separate from other women, whereas Mrs.

M kept in contact with them. One of the biggest reasons for this difference was related

to their husbands' attitude toward other women and the loss of the child.

In Mrs. J's house, talking about the deceased child was taboo. Throughout the

illness of the child, her husband could not face the situation well and he regretted it. He

ordered his wife not to see other women who had children who died of cancer anymore

after the loss of the child, because he was afraid that his wife would stay in contact

with cancer or sick children. It continued to be a difficult memory for him. Since the

woman valued the relationship with her husband, she did not want to do things which

would hurt him.

The husband of Mrs. M was very different. He supported his wife during the

illness and he always shared the difficulty and sadness with her. They always talked

about the deceased child. He was also very supportive of keeping in contact with the

cancer association and other mothers who had similar experiences.

i
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Degree of Unification with the Child

As described in the beginning of this chapter, the sick child usually became

someone special or an integral part of the mothers' lives and the mothers felt they

became unified with the child during the illness. This relationship continued after the

child died and the child's memory was identified as special.

As was explained in the beginning of this chapter, there were two exceptional

cases. These mothers were not main caretakers, nor be-te-rans (veterans) of caring. They

could cope with the new situation more easily and quickly than other mothers. One of

the mothers, Mrs. C, whose child was ill for just for two months, talked about her

experience one and half years after the loss.

When I lost my child, I was not shocked because I anticipated her death and
became resigned to it. Since I knew her prognosis, I did not want her to be
damaged by treatments anymore, too. I heard of some mothers whose health was
destroyed and could not go outside after losing their children, but I never
experienced that. Of course, I sometimes remembered my child and I became
depressed, but I could always change my feelings soon. I think that the fact that I
had another child helped me very much.

Both Mrs. C and another mother who did not become main caretakers said that

they became resigned to the loss before the child's death and they were not very

depressed during the grieving process.

There were five mothers including these two who did not reach be-te-ran level

during the child's illness. However, the other three experienced their situations

differently from these two and were more similar to the be-te-ran mothers. These three

mothers were main caretakers and became unified with their children.

The Impact of Being a Be-te-ran (veteran)

Whether a mother became a be-te-ran or not had a significant effect on the

conscious preparation for the loss. Mothers who did not reach the point of becoming a

be-te-ran generally had lost their children during the first admission to the hospital and

the length of time between the onset and death was within a year.
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Mrs. D had lost a 14 year old boy 10 years after the diagnosis and the Mrs. A

had lost a 13 year old girl four months after the diagnosis. Mrs. A was one of five

mothers who did not become be-te-rans. Both children developed ALL and had a

younger brother. In addition, both mothers were interviewed 2.3 years after their

children's death. Mrs. D who had already become a be-te-ran when she lost a child said:

Since he had survived very severe situations before, I believed he was all right.
However, he suddenly died. I could not believe it for a while. I was depressed
and cried a lot. I did not want to do anything besides cook Zen food for the
deceased child. My other son always stayed with me, but I could not pay
attention to him. Anyway, the younger son had always been patient because his
brother had been ill and special in the family. He just had to cope with the
environment. I might have committed suicide if I had not had another child,
because I felt sorry for my child who died all alone.

Two months after the death of my child, my other son's teacher visited me and
asked me to take care of him because he was too depressed in school. I tried to
change my feelings then and started to take better care of him. It helped me a lot. t º

Also, I found that I should be proud of my deceased son because he bravely
fought his disease for ten years.

Although Mrs. D described her experience as "sudden loss", she had experienced

conscious preparation for the loss before the real loss. After the loss, she ignored all of

her responsibilities except for cooking for the deceased child. Nevertheless, she was able

to return to a normal state when the school teacher intervened, even though it was only

two months after the loss. She was ready to accept reality. Another mother, Mrs. A who

had not been a be-te-ran said:
:

It was so sudden. I knew that my child's situation was not good, but I believed
she was cured because of new developments in medicine. My husband seemed
afraid of finding out anything about the disease. He obviously escaped from it.
So I had to do everything.

When she died, I just could not believe it. I felt guilty about what might have
caused the leukemia. I was very depressed and cried everyday. I still do not have
any desire to live. I just live because of my responsibility to my younger child. If
he were not there, I cannot imagine what would happen. I am not sure whether I
would commit suicide, but I would be more miserable and depressed. I also don't º
want to see anyone who knew my deceased daughter. Being asked about her or :
being told that I seem all right is terribly hard. I try not to see these people. I *

would like to move if possible.
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She had not developed the conditions necessary for fighting the disease while the child

was ill: she did not establish how to share the roles with her husband, and did not

reduce her sense of guilt regarding the cause of the disease. In addition, she had no

conscious preparation for the loss. Her basis of the belief that her daughter was all right

depended on her trust in medicine, not the real experience like Mrs. D who had already

become a be-te-ran. This background resulted in her being unprepared to accept the

reality of her child's death.

Whether a mother becomes a be-te-ran or not is strongly related to the length of

the illness. The relationship between the length of the illness and post-death adaptation

of the family is not clear in other studies. Spinetta, Swarner, and Sheposh (1981) suggest

that the length of illness is not related to post-death adaptation; whereas Rando (1983)

suggests that six to 18 months is the optimum length of illness to allow for the parents'

grief to subside without problems.

In this study, mothers who had lost their children after a long period of illness

like Mrs. D already reached a point of becoming be-te-rans in caring for the sick children

and they had easier post-loss experiences than others whose children died within a

short time. It did not mean they could control the period after loss better, but

consciously or unconsciously, they had prepared for the loss. It reduced their sense of

sadness in some way.

On the other hand, the mothers who had lost their children without a long

treatment period like Mrs. A usually did not go through the stage which made them be

te-rans. Their preparation for losing a child was less than that for mothers who were be
te—rans.

Children's Ages.During their Illnesses

The mothers' length of depression after the loss of their children was not different

when cases were compared on the basis of the child's gender, but there were some
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differences based on the children's ages during their illnesses. Generally speaking, if the

child was young, managing the situation was easier during the illness: the younger

children did not care as much about their bodies' changes or worry as much about the

disease, and the side-effects tended to be not as severe. The child's age itself did not

directly affect the grieving process, but did affect factors related to grieving. These

factors included the ability to share the memory of the child with others in the family,

the existence of other dependent children, or the decision to have a new baby.

As Pine and Brauer (1986) emphasized in their clinical experiences, parents

showed similar distraught reactions to the death of a child at any age although in their

summary they mention that many researchers believe the death of an older child or

teenager is more problematic. Through this study, mothers whose children died when

they were young (before six years old) usually experienced less difficulty than mothers

whose children died when they were older.

Two cases are compared to see the influence of the child's age on the grieving

process. Mrs. Klost a son who was four years old and Mrs. E had lost a son who was

13 years old. The two boys developed ALL. The lengths of their illnesses were similar

(3.8 years and 3.9 years) and the lengths of time since their deaths were also similar (3.2

years and 3.7 years). The following quotes are both from the mothers's experiences. Mrs. ;
K who lost a four year-old son said:

I think I had a long preparation period. My son was ill almost all of his life. I *

always tried to provide him. the highest quality of life. I did not want to
- -

regret anything after he died. I think I did everything that I could, so I was not
shocked when he died. I was satisfied that I was able to complete one big job.
Also, he was ill during the time when he was very cute. I often forgot about his

-

disease and treated him like a common child. Just after I lost him, I had to start
-

working for the PTA for my older child. Of course, I was sad and remembered
him a lot, but I did not have much time to be depressed. My son always exists in
my family. We always talk about him. Recently, he became a big boy in my
dreams. I really enjoy seeing him in my dreams.

Mrs. E, who lost a 13 year-old son, said:

I knew that my son would die someday, so I cared for him as much as I could.
When my son died, I was satisfied that I had done everything that I could.





124

However, I was so depressed after his death that my friend was afraid I would
try to commit suicide. My friend came to my house and watched me every day. I
was crying all day for six months. Six months after I lost my son, I started to do
volunteer work in a hospital which my husband arranged for me. I felt I was not
ready, but I felt I had to do it to help myself overcome the situation. Also, I had
opportunities to talk with other mothers who had lost a child at almost the same
time in the same hospital. Since talking about the deceased son was a kind of
taboo in our house in the first two years after his death, it was a great
opportunity for me to talk about him. I am still really eager to talk with them
because I want them to remember my son forever. I may have become used to the
sadness of losing a son.

Although both mothers had expected the loss of the child and were satisfied

with what they did, Mrs. Kwho lost a young child had an easier time coping with the

situation. The big difference between these two mothers was based on whether they

could share the sorrow of loss with their family. Mothers who had lost a young child

usually could share the child's memory with their family members without any problem.

It became opportunities to express their feelings and helped to decrease the pain of loss.

Mothers who had lost a small child often had other dependent children.

Therefore, they had to return to the reality of their daily lives even if they did not want

to. They started to devote their time to their children. They then found out that their

small children cheered them up. One of these mothers said:

I was depressed just like other mothers when I lost my daughter, but I could not
just stay sentimental because I had to take care of my other children. I felt we
had to start a new life. I was helped by the existence of my children, otherwise I
might have been more depressed. With time, my younger daughter became unable
to wear the clothes which my deceased child wore and the clothes also become
old. I feel the time is passing.

There was no choice for the mothers if there were other dependent children.

Morally, they had to take care of the other children and re-discover their former roles as

mothers in the family.

;
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8. Reestablishing Relationships

From ancient times Japanese have believed that the soul leaves the body after

death. Their perceptions of life and death have been influenced by both horizontal and

vertical perceptual structures and have developed into a flat-round perceptual structure.

Tsubaki (1972) explains the process in the following way. In the horizontal

interpretation, Japanese believed that heaven was the sea. When a person died, he rode

on a boat, became a bird, and finally reached the land of immortality across the sea.

Once he reached there, the deceased person was believed to revive. On the other hand,

in the vertical interpretation a deceased person went to the milky way by carriage or

bird. Finally, these two belief systems came together and integrated into the flat-round

interpretation. In this integrated belief system, the deceased person's spirit never died.

His spirit went to the land of the immortals and was revived.

In Umehara's construction (1992), there was no heaven or hell in ancient Japanese

concept of the afterlife. They believed that everybody went to the same ano-yo (world of

the dead) after they died and then they came back to the living world after staying in the

ano-yo for a while. If a person did good things when he lived, he was supposed to stay

in ano-yo for a short time and came back to the living world soon (Umehara, 1992).

In both scholars' analysis of the belief systems, the spirits of the deceased were

believed to continue to exist, keeping in contact with the living world, and then were re

born. These beliefs became the basis of the perceptions of life after death and

reincarnation held by contemporary Japanese. The notion of getting back the child

through reincarnation, the process of integrating the child into the mothers self, and how

they reconnect with the family will be discussed here.

Getting the Child Back Through Reincarnation

Some mothers who lost young children tried to have a new baby in order to make

up for the hole left by the loss. Four mothers had a baby after their children had died.

;
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All of them rejected the idea that the new babies were the reincarnations of the deceased

children, but they usually had hoped that their children would be reincarnated through º

the new baby. Two mothers said:

Just after I lost my only child, I was very depressed and sad. I did not want to
die, but I experienced very hard times. I am sure I will not forgether until I die,
but pregnancy makes my sadness softer. I hope that she will be re-born.

To tell the truth, the baby helped us a lot. The new life cheered us up and I
became so busy taking care of him. It reduced the sadness of losing a child. The
baby did not seem like the deceased child, but my mother-in-law believes that he
is the reincarnation of the deceased child. So I have taken that to heart.

It is obvious that a new baby reduced the mothers' pain of loss and gave them

comfort. These mothers valued raising children.

Another two mothers strongly wanted to become pregnant. One of them, Mrs. P,

had lost her only child and started to go to the infertility clinic. Another mother had just

one more child. They hoped the deceased child would be re-incarnated. Mrs. Psaid:

After we lost our only son, my husband and I tried to get a baby. I believe a child |
is an important part of a family. Since I could not get one, I started to go to the
º clinic. Since I am 37 years old, I do not have much time. I do not wantto get a handicapped child. I prefer a boy. You may laugh, but I believe that I will
get the reincarnation of our deceased son.

The distinguishing features of the mothers who got or were planning to get a baby :
were that they had lost their only child or their youngest child and all of them were

under 40 years old. However, there were nine mothers whose cases had similar features

but did not expect to get any more children. Their reasons why they did not want a baby

were: the possibility that the baby would develop cancer, concern that they may not be

able to love a new baby, respect for the relationship with the deceased child, the age of !

the father, or the age of the mother.
-

Mrs. Y is one of these mothers. She was 32 years old when she lost her two year- .

old son. She had a three year-old son and did not want to get any more babies. Her ---

husband wanted more children, but he respected her feelings.
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I am afraid that if I expect the baby to be the reincarnation of my deceased child
I will not be able to love the baby if he is not. I am also afraid that the baby will
develop cancer, so I don't want a baby.

This is the negative consequence of reincarnation. Many mothers including Mrs. Y

said that they did not have any religious background, but they naturally believed in

reincarnation.

Mrs. K who lost a four-year-old boy stated clearly that she respected the

relationship she had with the deceased child and did not want to try to replace it.

I've never thought that way. There was one good relationship between the child
and me and it isn't over. I am very satisfied with it, so I don't need a new
relationship.

Mothers who had the same idea were satisfied with the relationship they had

with the deceased child and honored it. Their mutual relationship symbolically

continues. They had no desire to have more children yet could cope with the situation

after the loss.

Location of The Child

The mothers had a continuing relationship with the deceased child. They said

that the child stayed inside of them or the child was with them. Sometimes the child was

even growing up in the mothers' imagination. Maintaining the presence and the memory

of the deceased child was the way of decreasing the pain of loss. This is based on the

Japanese idea of life and death, which are seen as continuous (Katoh, 1979). Japanese

perceive the body as being different from the spirit. Death means losing only the body.

The spirit of the deceased can easily be transported between the living world and

deceased world and sometimes stays around living people and is re-born after a certain

amount of time has passed (Yanagida, 1975). The mothers also revered the child. The

process of integrating the child into the mothers' self will be described in this section.

:
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Keeping Connected with the Deceased Child

Volkan (1981) suggests that the existence of introjection, which is described as

the maintenance of a connection with a representation of the deceased person, is a sign

of pathological mourning. However, as Klass (1988) points out, many grieving parents

use introjection. In fact, the mothers in this study used introjection as the main strategy

in the grieving process. This relates to the Japanese idea that life and death are

connected and also a child is bunshin (an integral part) for the mothers. Their effort to

maintain a connection with the deceased child started just after the death of the child.

Even though the child's body was gone, the mothers tried to maintain a

connection with the child. They did at least three things: treated the dead body and

ashes as a living person; displayed objects associated with the child, such as photos,

treasures, and toys; and conceptualized the corporeal and psychic incorporation of the

dead child into themselves.

Glaser and Strauss (1968) point out that the last touch helps relatives close the

gap between life and death. All the mothers viewed the child's body as a still living

object, as obviously more than just a corpse. They were strongly attached to the bodies

of their children: many mothers cleaned their children and dressed them in special

clothes just after they died; several mothers kissed and hugged the body or gave it a

bath; and several mothers regretted that they could not hug the deceased body all night

after the death.

Several mothers would not allow an autopsy to be done because they thought

their children's body would be damaged. One of these mothers said:

I had thought that I would provide my child's body for the development of
medicine, but I could not do it when my child died. My child had experienced a
lot of pain during the treatments. I did not want to her to go through more pain.
In addition, her face was very beautiful when she died. She seemed like she was
sleeping, so I would like to keep her body as it was without damage.

She treated her child's body with the same respect as that of a living person's. In fact,

several mothers who permitted an autopsy to be done also said, "Actually, I did not

;
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want my child's body to be damaged, but I permitted it to be done in order to show our

thanks to the doctor." Although they permitted the autopsy, their sense about the child's

dead body was similar to the mothers who did not. The concept that the body should be

kept in good condition is widely shared in Japan. They continued to treat the dead body

as the material incorporation of their children.

Contemporary Japanese believe the deceased person will be reborn with some

handicap if his body is damaged and avoid damaging the body (Namihira, 1990). Organ

transplants and giving the body up for autopsy are less common in Japan than in

America for this reason. Removal of an organ means damaging the deceased body. Even

if a deceased person tries to donate his body before he dies, some families do not allow

its use (Hoshino, 1991).

When a person dies in an accident, the surviving family members tend to treat

the deceased body more carefully than usual because they regret how the deceased

person died (Namihira, 1990). Noda (1992) described how many families looked for

any part of their family member's bodies after a major airplane accident. They were

relieved when they could find anything, even a "spoiled" hand or part of the skin of the

foot. They could better understand the loss of the person by working with the body.

The dead body is usually kept in the house until the funeral. The common

practice is to hold a wake either the night of or the night following the child's death.

Prior to the funeral, family members stay together watching over the deceased body

while burning incense all night in turn. The funeral is performed the next day, and then

the body is cremated on the same day. The popularity of cremation has been steadily

increasing since the Japanese government repealed the prohibition of cremation in 1875

(Sabata, 1990). For instance, it has risen from 55.7% in 1940 to 96.2% in 1988. Currently

it serves as an important part of a series of rituals.

After the funeral is performed in the home, temple, or funeral parlor, the

deceased body with its coffin is moved in an ornately decorated hearse. Family members

;
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and close friends come to the cremation site with the coffin and confirm that the coffin is

put into the furnace.

After the body is cremated, the family and guests come together in front of the

furnace. Women and men line up across from each other with the remains between them.

The order in which they sit depends on the strength of their relationship with the

deceased person. The women and men move the burnt bones down the line to a funerary

urn (usually white china) together by using two sets of long chopsticks in turn. Usually,

the order is leg, arm, hip, back, ribs, head bone, and Adam's apple (actually the second

vertebra). In this order, the bones are arranged in a pattern as if to simulate sitting with

crossed arms like Buddha. The funerary urn is then put in a plain wooden box with

white cloth and goes back to the house. All Japanese basically follow these manners,

although there are slight regional differences (refer to Sabata, 1990).

Mothers respected the ashes as if they were a living person. The ashes were

usually kept in the house for 49 days after the death and then were put into the family

grave. Many mothers could not go outside for any significant period of time while the

ashes were in the house. One mother said:

It sounds strange, but I was afraid my child's ashes would be stolen while I was
gone. Even though Iº ashes were just ashes, I could not handle themcarelessly. I also slept with the ashes (that is, with the urn containing the ashes)
when I was very depressed about losing her.

Another mother still had the ashes of her child in her bedroom three years after

the death. She integrated the ashes in her family.

Since there was no one in our family grave yet, I felt my son would be lonely if we
put his ashes there. It is better for him to stay in our house and play with his
older brother. We may put his ashes in the grave when my husband, myself, or
someone in our family dies someday, but I do not have any intention of doing it
In OW.

Several mothers vividly felt the deceased child's body. One of these mothers who

had lost a three year-old son said:
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Isometimes felt my son's presence close to me, especially during the time we kept
his ashes in our house. I felt I was carrying him on my back.

Mothers often became close to the family altar and tomb and started to treat

them as the deceased children because "My child is there now." They started a habit of

putting special things which they purchased or received in front of family altar before

they used them. One mother described her personalized ritual and feeling toward the

family altar and tomb.

Before I lost my child, I did not pay much attention to my ancestors whom I had
never seen. I did take care of the family tomb and altar, but I was not eager to do
it. It was strange because I became very eager to take care of them after I lost my
son. When I take care of the altar I feel I am close to my child. Every Monday I
purchase a magazine (a cartoon magazine for boys) which my son used to read. I
showed it to him by putting in the front of the family altar. When I woke up on a
cold winter day, I started to be afraid that my child was cold in the tomb. I went
there and put a warm blanket on the tomb and also left a cup of hot tea.

Japanese believe a family will cease to exist if the family does not care for its

tomb. Since generational continuity is important to the ie, keeping a family tomb is highly

valued. Each Japanese family has a family tomb instead of tombs for individuals. When

a person dies, his or her body is cremated and his or her remains are put in a pot. All

family members' pots are put in the tomb for at least 50 years. Hakamori (the

responsibility to maintain a family tomb) is an important job for the head of the

household.

The family tomb has a tombstone which usually shows the family name, each

dead person's first name, and their years of death. Family members go to the tomb every

month on the monthly anniversary of the death (tsuki-meinichi). The length of time that

this is observed varies. Some families do it for a year, some do it for three years or more.

After this, they go there on the yearly anniversary of the death (sho-tsuki-meinichi).

People put flowers, water, tea, and rice, and pray before the family altar every day.

There are ancestors' pictures and their ihais (wooden memorial with the kaimyo, or

buddhist name, written on it).

:
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Mothers also tried to conceptualize the corporeal and psychic incorporation of

the deceased child into themselves. There was a certain process to it. Just after the

death, mothers remembered only the scenes of the death or the difficult experiences

during the illness and it bothered many of them. Even though the mothers valued the

dead body of their children, the way they remembered the face of their children when

they died was different. Their memory became condensed during this difficult period

and they could not recall other memories. The following quotation is from Mrs. N who

had lost a child six months before.

I always remembered my deceased son because I lived with his disease for over
10 years. When I remember him, I usually remember the last scene before he died.
I don't want to remember it and try to forget it, but it alwaysº in my mindfirst. It bothers me because I feel sorry for him. He was in pain then. (6 months
after the loss)

She withdrew herself from the scene just before the child died which bothered her. All

the mothers shared the same experience in the early stages after the loss. "Fantasy" is a

useful strategy because it is an adjust mechanism; they are wish-fulfilling, allowing

release of tension, or momentary escape from reality (Strauss, 1959). Mrs. N told the

following story a year later.

There is not a day when I don't remember my deceased son. I can say that even
though I am separated from him, I always live with him. His face when he died
still appears first when I remember him, but the degree to which I recall the scene
of his death is less than before and I have come to remember when his disease
was in remission (1.6 years after the loss).

Negative memories diminished and were gradually replaced by positive

memories. Mrs. N clearly explained the corporeal incorporation of the child into her. In

similar ways, the mothers gradually remembered precious memories from when the child

was born and remembered the child in positive and pleasant times. They started to put

boundaries between their memories and real life.

Finally, they reached a point when they ceased regarding the child as a

continuous memory in their daily life and began to treat it as a special memory or special
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object. At this point, they were more comforted than hurt by the memories of the

deceased child. They could also enjoy decorating the home with the child's pictures and

possessions.

In summary, the process had three phases: in the first phase, the mothers could

only focus on the negative memories from the difficult periods. In the second phase,

negative memories were replaced by positive memories. Finally, all the child's memories,

which were mainly positive, were kept as a continuous memory. It usually took one or

two years after the loss to go through all three phases.

Volkan (1981) proposes that people examine their own selves in their

relationship with the deceased person by recalling memories. Ewing (1990) states that

these memories are filtered in order to keep the continuity of the self. What I observed in

this situation was that the memories were filtered differently as they went through these

phases.

Where the child was perceived to exist depended on the amount of time since the

death. The mothers felt that the child departed from them just after the loss, but they

came to feel that the child was inside of them one or two years after the death, which

was almost the same time as when memories of the child became positive. The story of

Mrs. T described the process.

He was a special child for me and was very close to me. I felt that when my son
died, he came back inside my body like before he was born. But I am lonely
because I can not smell and feel him anymore. I have a lot of memories of him
and I can spend 100% of my time thinking of him. But I have to take care of my
other children and I am often overwhelmed by that, so I control my feelings by
blocking them out of my mind. (8 months after loss)

Mrs. T talked again about the changes in her feelings two years after the death.

I might have tried to believe that he came back inside of me when I talked with
you before, because I did not want to lose him. But it was not natural. If he was
inside of me, I would not have been lonely. I tried to take a hold of him, but I
actually could not do it well. Maybe about a year later, I became able to live with
his memory without any struggling or passion. I naturally feel he is inside of me
now. (1.8 years since the loss)



134

Mrs. T tried to hold her son inside of her and she could do it 1.8 years after the loss.

Another mother, Mrs. Q, did not try as hard as Mrs. T. However, she experienced a

similar process.

I had never thought that myº was a part of me before I lost her. Since herolder brother was an asthmatic child, I always paid more attention to him before
she became ill. She was more independent than her brother. In addition, she
became mature when she was ill. So I saw her like a woman who had a different
personality. Just after my daughter passed away, I felt I kept a weird balloon in
my abdomen which made a big hole. I also had pain in my heart. That is the best
way I can describe my situation. I lost something which I had to hug and I tried to
hug air. I could not go outside because if there were more people, I would get
more depressed. I rejected the real world. It took me almost two years to cope
with the reality of her death. Then I became able to feel my child was inside of
me. (4 years since loss)

Mrs. Q found a hole in herself when she lost her child. When she could cope with

the reality of the loss two years later, she went through the process of corporeal and

psychiatric incorporation of the deceased child. This was a very complex process and

not automatic. The mothers experienced extreme difficulties until they reached the point

where they could feel they integrated the child inside of them. In a sense, this

consequence seemed to be the gift from the child to repay the mothers for all their hard

work and care.

Deifying and Revering the Child

Not only was the deceased child integrated into their selves, mothers perceived

the deceased child as a god. The concept of God, spirit, ghost, and ancestor are seen as

similar in the Japanese perception (Yamaori, 1990). There are mainly two ways of

perceiving the status of deceased people: as a god (Yamaori, 1990; Namihira, 1990), or

as an ancestor (Yanagida, 1975). The concept of the god in this context is based on folk

belief which is different from the concept of God used in organized religions. There are

many gods in the folk belief system of Japan. The process by which a deceased person

becomes a god is thought to be: when a person dies, he goes to the mountain and

)
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becomes a mountain god; then the mountain god becomes a field god or land god; all of

the souls of the deceased finally become gods (Yamaori, 1990).

Many mothers sympathized with this notion. They said that they were more

convinced of this belief in this instance than when they had lost other people close to

them, such as their parents, parents-in-law, or siblings. There were two attitudes toward

the child as a god. Some mothers prayed to the child when they had problems. One of

these mothers explained her perceptions.

When I had to have a colon examination, I prayed to my son to help me. I used to
pray to Gods in these situations although I did not know very well what God
was. I surprised myself, but it was natural. I also asked him to help my daughter
when she was sick. He became God for me.

For these mothers, their children had special powers just like God. They did not

remember when they started to pray to the child and said, "The desire to pray to my

child occurred naturally." On the other hand, there were mothers who could not pray to

the child although they perceived the child as a god. One mother said:

Yes, for me my daughter became a god or more than a god. But I could not ask
her anything because she had such a difficult time with her treatment. I felt too
sorry ask anything more from her. I always asked her in my mind what I should
do when I faced a problem and I resolved it by discussing it with her. If I think
about it objectively, I think I decided how to do things by myself, but I feel I am
consulting with my daughter.

The mothers who did not pray to their children would say "I cannot pray to my

child because I feel too sorry for her (or him) to bother her (or him)." Whether they

prayed or not was not related to their religious background, nor the child's attributions,

such as age at death, gender, length of illness, or how they died.

Another perception of the status of the deceased person is that they have

become an ancestor. The perceived process of becoming an ancestor is as follows: 1) the

soul of the deceased person stays on the roof of his house for 49 days after he dies.

During this period, his family members pray to him and ask him to go to the ano-yo

(world of the dead); 2) the deceased person is thought to still be part human for a year
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after his death. Until then, he is not considered matured as an ancestor; 3) with time,

usually 33 years after the death, the deceased person changes and finally becomes an

ancestor (Yanagida, 1975).

The majority of the mothers thought that their deceased children were special

gods for them and different from other deceased family members. One mother

emphasized that her child was special.

My mother-in-law thinks that all of the deceased family members are the same,
but I can't agree. My daughter is a special god for me. I don't want her mixed
with other deceased family members whom I haven't even met. Since they were
my husband's ancestors and not mine, I cannot feel any connection with them.

However, 2 out of 33 mothers thought that the child became just one of their

enshrined family members and perceived that all of their ancestors were gods. These

mothers perceived their children as having become a part of their ancestral lineage. One

of these mothers said:

We put our daughter's ashes between the ashes of my father-in-law and mother
in-law and with the other ancestors. So, I feel my daughter has become a member
of our ancestral lineage. I think there is a link among my ancestors including my
child and parents-in-law. I am sure that my daughter is happy and not lonely. I
am a little bit envious of them because they can stay together. I am looking *

forward to being one of them someday.

These two mothers shared a similar background. They both took care of their |

parents-in-law at their deathbed as main caretakers. After that, they started to feel }

some connection with the ancestors and the family grave. They did not have the same |

feelings toward their own family's grave, even though their parents' ashes were there.

Reestablishing the Connection to the Family !

Boundary ambiguity is a state when "family members are uncertain in their

perception of who is in or out of the family or who is performing what roles and tasks

within the family system (Boss, 1987, p. 709)." This is one of the major sources of stress * * -

because boundary ambiguity may block the coping process. Also, the relationship
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between boundary ambiguity and stress is thought to be proportional (Boss, 1983). A

boundary is what separates one system from another (Berrien, 1968) and acts like a

"filter" which permits exchanges (Auger, 1976). Family boundaries refer to system and

subsystem rules regarding participating members: who, when, and how members

participate in the family (Minuchin, 1974). Selective semipermeability in family

boundaries leads to successful family adaptation (Friedman, 1986).

Family boundary ambiguity can result from two different situations: 1) the

surrounding events are unclear and the family is not certain about the loss of a member;

and 2) the surrounding events are clear, but for some reason, the family ignores or denies

the reality of the situation and fails to alter its perceptions to fit the facts of the loss

(Boss, 1984, 1988). How a family perceives boundary ambiguity is related to its beliefs,

world view, and cultural context (Berry, 1990).

In this study, boundary ambiguity occurred when the deceased child was

physically absent but psychologically present. However, this usually did not cause

problems for the family members. A continuing sense of the deceased person's presence

within the self is a common feature of healthy grieving (Bowlby, 1980). With time, the

memory of the deceased child was naturally integrated with reality, as is described in

this chapter.

Boundary ambiguity also occurred when the family considered a person as being

physically present but psychologically absent. The following two situations sometimes

happened in the families of the respondents: The first situation was when a father did

not participate in the care of the child or household work during the treatment period

prior to the child's death. Four mothers felt their expectations of support were betrayed

by their husbands (as was described in chapter 6) and saw their husbands as absent.

The second situation was when the mothers had concentrated on their role as the

main caretakers during their children's illness and the situation separated them from the

family unit. After the mothers lost their children, some of them found themselves outside
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of the family unit and could not fit in to their families. When the length of the child's

illness was long, this was more obvious. For example, one mother said:

Since I concentrated on caring for my son for over four years, I felt like my house
belonged to someone else. I also could not feel comfortable living with my
husband and other children.

Another mother could not accept her other children for three months after her son

died. She felt it was not fair that her other children were healthy when one son died. In

the perception of these mothers, other family members had became psychologically

absent in their family units.

All the mothers reestablished their relationships with their families somehow.

The mothers usually did not recall the details and would say, "I did not make any effort.

Time helped me." The difficulty of reestablishing these relationships varied. When the

husband or grandmother was the liaison between the mother and the family during the

time when the mother was in the hospital, this process tended to be easier.
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9. Women's Change

Due to what they refer to as the most difficult experience of their lives, these

Japanese women claimed they had changed from their former selves. Although the

children's illnesses and deaths themselves were negative experiences, the women

interpreted the experiences as opportunities for their own positive changes. One woman
said:

When I turn back to the experience of when my child was ill, I am surprised that I
could handle the situation. I did not have enough time to think about it when my
child was ill. I just did what I had to do. It was hard, -- but I can say it was a
valuable experience now. God gave me this opportunity.

This woman used the word "God" although she was not involved in any religion.

Almost all of the women tried to see the positive side of the experience in a way similar
to this woman's.

It is interesting to note how the women underwent changes and in what context.

These women were exposed to many new experiences through caring for their children.

Often they spoke of their strength with a sense of wonderment. They would talk about

their changed values and priorities concerning life and social relationships. They found

that they were able to manage many emotionally demanding situations which they had

thought they were incapable of. Having managed many of these kinds of situations for

an extended period of time, they discovered that they were resilient and strong. The loss

of the child also altered their perceptions of life and death. The sum of these changes

made them self confident and assertive. These women often began participating in

volunteer work in order to continue their fight with cancer and to feel like they were in

contact with their deceased children.

All of the women experienced three of these changes, although the degree to

which each woman changed was different. The changes they all shared are: changes in

values and priorities, becoming stronger, and changes in perceptions of life and death. In

addition, 24 out of the 33 women experienced one more changementioned: becoming

■
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interested in volunteer work. The basis for these changes did not develop suddenly, but
occurred over time.

Describing how each woman changed is difficult since it is related to their

situations before their children became ill. Even if two women reached a similar point,

their degree of change might have been different depending on their previous situation. In

addition, how each woman felt about her change was not always the same as what the

investigator observed in the interviews. Women tended to estimate their change as being
less than what was observed.

For the purposes of this study, trying to give an objective estimate of how much

each woman changed does not have much meaning. Therefore, how women experienced

their own change subjectively is described here as the degree of their change. The ways in

which the differing circumstances under which the changes occurred are discussed in this

chapter.

Changing Priorities

The experience of caring for and losing their children, which women described as

"a grueling battle", opened their eyes to a new world of which they had not been aware

before. In these situations, the women were influenced by health professionals and other

women who were caring for their children. They were greatly affected by the sense of

helplessness at not being able to help their suffering children and the experience of

witnessing the deaths of other women's children as well as their own.

The process of becoming a be-te-ran (veteran) was described in chapter three. It

made them confident in their ability to handle the situation and also changed their sense

of values. After they lost their children, they returned to their normal lives without the

task of caring for a sick child. Then they found out that they could handle situations in

daily life more easily than before. At the same time, they found that their values had

changed.
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There were five women who did not reach the point of being a be-te-ran. This is
because their children's cancer never went into remission and the children died within a

year after the diagnosis. Three of five women who were the main caretakers for their

children changed in the same way as the other women. However, the other two women

who did not become main caretakers perceived themselves as having changed less. The

first three women experienced caring for their children in ways similar to what other

mothers went through even though they did not become be-te-rans themselves. Caring for

the child as a main caretaker was the essential condition for precipitating change.

As they became sensitized to the issues surrounding the illness, women said that

they could not take their family's health for granted. It meant they started to value their

own health. Mrs. J spoke of the change in her perceptions of life.

Before my child became ill, the issue of a child with cancer was not my business.

When I saw the news or a documentary on TVº: children's cancer, I felt itwas special and never would happen to me. But it can happen to anyone, any
family. I cannot take our health for granted anymore. I know how important
health is. Nobody knows what will happen in their life. Once it happens, we
have to face it. So, we have to mentally prepare for the situation.

Acknowledging that health was valuable and life was limited was a change in the

women's value system. They tried to focus on important things and no longer cared

about small things. Mrs. A, who had lost a child four months after diagnosis, talked

about the change in her world view.

I did not manipulate anything on purpose, but things changed automatically
because what I was able to see dramatically changed. For this reason I am just
interested in meaningful things and stopped doing things that were just fun. For
example, my family used to go to karaoke (singing bar) with my friend's family.
But I am not interested in doing it anymore. I don't want to waste my time on
chattering. How people complained about small things! Since I did not show any
interest in my friends' gossip, they left me. But I don't care. I know that life is
limited. I have to select what things I do.

Mrs. A's change caused a gap to form between her and her friends. The same

thing happened to many women. The women were usually more comfortable being in

contact with people who had similar experiences. Mrs. I said, "People who have had
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similar experiences can understand me, but people who have not shared my experience

cannot understand my change."

Mrs. A was interviewed two times, a year after she lost her child and then again

two years after the child's death. She said the same thing both times, but her ideas had

become clearer in the second interview. Once these women's values changed, it seemed to

be a permanent change. For example, Mrs. H lost her child eight years before the

interview. She had been an "ordinary woman" and she had felt issues regarding children

with cancer happened in a "different world".

I feel the change in my values was natural because losing a child was the most
dramatic experience in . life. Since I lost my child, I have been thinking that Iwant to help others who have a child with cancer if I have a chance. I actually
could not do as many things as I expected, but I was doing everything that I
could. For example, I could not do volunteer work until recently, but I donated
anything I could to help children with cancer.

This woman continued to donate money to a cancer association every year from

the salary she earned from a part time job. Since she did not want to see children with

cancer because it was too hard for her, she could not do volunteer work which related to

them, but she recently started to work with handicapped people.

Becoming Strong

All of the women besides the two who did not become main caretakers said that

they became stronger through their experience of caring for a child with cancer. In their

care experience, there were interactions between two factors. One factor was that the

experience of caring for the child made them determined never to give up trying to save

the child's life. Another factor was they felt that their children never gave up fighting the

cancer. They were encouraged by their children's attitude toward cancer.

Women usually became aware of their strength when they returned to their

normal life after they lost a child. Then they looked back upon their experience of caring

for the child and found that their change happened little by little. What did becoming
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strong mean to them? The most common description was becoming more self assertive

and able to express their own ideas in talking with others. Almost all of the women

mentioned this change.

One woman lived with her mother-in-law and worked with her in their family

business. She always used to be careful about how she acted in front of her mother-in

law.

I could not oppose my mother-in-law before. Even if I had complaints about her,
I just kept quiet and was patient. I used to cry when I was alone, but I have
become able to resist her now. How healthy it is! My mother-in-law probably
does not like my change, but I don't mind.

Maintaining a good relationship with a mother-in-law is a big issue for Japanese

women. Society expects them to obey their mothers-in-law, however, it sometimes does

not match Japanese young women's ideas of equality. Because of this, sometimes there

are conflicts between women and their mothers-in-law. Therefore, being able to express

her ideas to her mother-in-law was a big change for this woman. Like her, many women

became able to express their feelings or complain not only to their relatives, but also to

others. This allowed them to protect themselves and enabled them to feel stronger.

They also became able to associate with others more easily than before because

of their self assertiveness. One woman had been shy and not good at socializing with

others.

I was an introvert and talked with very few friends. But I had no choice in the
hospital when my child was there. I had to cope with many mothers. It was a
very special situation I had never experienced before. Some mothers were so
insensitive that I felt they were interfering and bothering me. But even so, I had to
cope with them in some way. I couldn't escape from the situation and couldn't
ignore them. I tried many ways to handle it and also observed how other mothers
handled their situations. As a result, I found out how others handled human
relationships more easily and learned a lot from them. This was a trial and also a
chance for me to know how to associate with other people. Through this
. I became much more assertive and more comfortable associating withOthe rs. Even my mother was surprised that I became cheerful and didn't hesitate
to talk with anyone.

■





144

The hospital situation, which was a very new experience for her, made her learn

how to behave toward others and she applied this knowledge to her everyday

situations. Three women had similar experiences and developed a more positive attitude

toward others than they had had before.

Women discovered how their attitudes towards their difficulties changed by

becoming strong. All the women said that becoming strong made them Gamanzuyoi

(steadfast, resilient). One woman told about her experience and changes.

I used to not be Gamanzuyoi. Before, if I faced a difficulty, even a small one, I
usually gave up very easily and thought negatively about things. But I could not
keep this attitude toward disease during my child's illness. My daughter tried to
survive although the treatment was very hard on her. I was ºl. andlearned from her. It was the hardest experience in my life, but through this
experience, I became much more Gamanzuyoi than before.

She became Gamanzuyoi and able to not give up easily. All of the women felt the

same way.

Changing Perceptions of Life and Death

The contemporary Japanese health care system separates death from people's

daily life since people usually die in the hospital. Many women in this study had never

previously seen anyone die. While they were caring for their children in the hospital,

some women saw other children die. All of the women were present at their own

children's deathbed.

All of the women including two women who did not become main caretakers

said that they felt they understood death better, felt familiar with death, and were not

afraid to die because then they could see their children again. Mrs. J said:

It sounds childish, but I used to be afraid of darkness and death. When I was

alone *. the night, even small noises made me frightened. But I can enjoy itnow. I feel that my deceased daughter and ancestors come back here when I hear
a noise from the hall and I call my daughter's name naturally. I am not afraid to
die, it does not mean I want to die soon, but I am looking forward to seeing my
daughter again. I am sure my daughter is waiting for me there. I also used to think
ano-yo (world of the dead) was very different from kono-yo (living world). But I
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have come to feel these two worlds are not far apart. We just cannot see people
in ano-yo, but the two worlds exist close to each other.

As was already described in the previous chapter, in Japanese perception of

death the spirits of the deceased were believed to continue to exist and keep in contact

with the living world. Mrs. J did not have a religious background. She was influenced by
this idea and described the existence of the world of the dead. Since she became familiar

with it, she became unafraid of it. Living in a rural household with three generations

under one roof, her concept of ancestors might have been a more traditional one than

that of women living in nuclear families in urban areas. However, other women made

similar comments. The following quote came from Mrs. L who lived in the Tokyo area.

I used to be afraid of dying. So I was always eager to get a health check up every
year and tried not to think about people who have died or have diseases very
much. But now I feel life and death are not different. My child is in ano-yo and
waits for me, so it is not necessary for me to worry about what is after death.
Once I realized this, I felt very easy. I don't have anything to worry about now, so
I have become brave.

Mrs. L also emphasized her belief in the existence of the world of the dead and

felt at ease with it. She shared ideas similar to those of other women, "Life unfolds

according to destiny. We cannot control it, even if we worry. So we have to value each

day of life."As was described in chapter 3, 9 out of 33 women had an uncomplicated

view of destiny regarding the onset of their children's cancer. Other women also started

to see life this way. This attitude toward life made the experience easier for them.

These women's perceptions of life and death changed through the experience of

losing a child. Their previously held notion that there was a clear boundary between the

worlds of life and death altered. They came to feel that there was a continuity between

these worlds after they experienced the death of their children. This became a part of the

continuity of their selves.

}
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Starting Volunteer Work

During the interviews, topics related to volunteer work were often raised by the

women although volunteer work is not common in Japan. Volunteer work is even

ridiculed or is seen as work just for people in the upper middle class in Japanese society

like the European and American notion of the "lady bountiful". The impression is that

people volunteer because it is fun for them and they are able to do so because they are

wealthy (Imamura, 1987). In addition, since the notion of solving problems within uchi

(inside the family) is expected in Japanese society, people are not used to getting

support from outside. Therefore, starting volunteer work is an uncommon activity for

many women.

Unlike other changes, there were major differences among women regarding their º

attitude toward volunteer work. Starting volunteer work can be used as a point of

reference for the women's change because it emanated from three changes that were

described above: changing values or priorities, becoming self assertive, and changing

perceptions of life and death. By comparing women who started volunteer work and

women who did not, I intend to focus on the motivation for doing volunteer work and

what it meant to these women.

Women who did volunteer work
*

Thirteen out of the 33 women were currently involved in volunteer work, 11 of

them had never volunteered before they lost the child and they felt they had changed

very much. The following two women are typical of these who started doing volunteer

work. Both women became interested in volunteering for parent support groups as º

leaders after their experience of having a child with cancer. Their backgrounds are

representative of the participant group in general. Both women were basically effective * .
º

in taking care of others. They started to work after they graduated from high school.

They met their husbands at work, got married, and quit their jobs within five years. Both
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women were housewives and became the main caretakers for their children. They felt

that their husbands were supportive.

The first woman, Mrs. M, not only played the role of the main caretaker, but also

did all of the housework by herself when the child was ill. She did not expect anything

from her husband because she knew he was incapable of doing any housework.

When I first stayed in the hospital, I felt that I was the most unhappy person in
the world. I was lonely and could not even try to talk with other women. Then I
met two women who had handicapped children in the terminal stages of their
diseases. I felt that my situation was better than theirs and started to be more
open minded about other women. Then I found that there were many women
who were in the same situation as I. I started to support them and finally
developed a mutual support group with them.

After she lost her child, a physician asked her to take on the leadership of a new

support group. She hesitated to do it, but her husband encouraged her to do so.

In the beginning, I felt that I was not ready and did not want to go to the hospital
where my child died. It was hard for me to push myself to go there. But I would
be doing nothing but crying if I did not do it. Finally, I felt it might have been an
assignment which my child left for me and I decided to do it. I found that the
work helped to shorten my period of depression after losing my child and made
me grow because I reexperienced and rethought my care experience many times
though this work.

The second woman, Mrs. L believed she was inferior to others because when she

was growing up her mother had always told her that she could not do anything. Her

husband, however, continually told her that she could do many things as well as others,

and gradually she became more confident. She gave birth to a boy when she was 22

years old. She tried to raise a nice child "who was gentle and loved by everyone." The

boy satisfied her expectations. She said, "I got along with my son. He could always

understand my feelings well." Once the child became ill, she became the main caretaker

without any hesitations.

After my child was diagnosed, I asked my mother to take care of my other
children and went to the hospital as often as possible. I was always afraid of
making a mistake because of my sense of inferiority. I did not want to lose my
son due to a mistake I made. I put a lot of effort into everything regarding his
care. At the same time, I started to become involved in a support group with
women whose children were staying in the same hospital and finally became one
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of its leaders. This was a surprise for me. I've never had any confidence in my
ability to lead.

Mrs L. continued in this role after she lost her child. Even when she was so

depressed that she could not do housework, she went to the support group. Her

husband and children encouraged her work in the support group.

I felt empty inside, but I was happy when I was in contact with this group. I felt
that I had a special relationship with the group. It was like being in contact with
my deceased child. Also, I appreciated other women's support during my child's
illness, so I thought I should reciprocate. I got some knowledge through this
experience so I hoped I could use it for others.

For these women, losing the child meant losing one of the most valuable objects in

their lives. They devoted all of their energy and time to the sick child when the child was

ill. Since caring for the child provided the meaning for their lives, they lost this, too.

After they lost their children, they had to fill in the sense of emptiness. This was their

primary motivation in starting and doing volunteer work. However, volunteer work

became an ongoing source of social relationships for them so they usually continued to

do volunteer work after they had gotten over the loss somewhat.

In summary, the motivation in doing volunteer work for both women was: 1) as a

means of connecting to the deceased child which helped them cope with the loss, and 2)

to reinforce the sense that the death of their children was not wasted by helping others

in return for receiving support during their children's illnesses.

Both of these women's husbands were supportive of their volunteer work because

they knew how important it was for their wives. Mrs. M's husband undertook the work

before his wife decided to undertake it and was always supportive of his wife. Mr. L

said the following:

I am more than happy to take care of our small children when my wife goes to
the meetings because I know she does a good job there and it also helps her. I
also can learn many things through her experience. I always told her not to worry
about the money º uses for the support group.
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Like these two women, the women who volunteered are characteristically socially

conscious, and were able to obtain approval from their husbands. The degree of their

husbands' support varied: nine out of 13 women's husbands were very supportive and

were themselves often involved in volunteer work, another four were not interested in

volunteer work themselves but knew it was important for their wives and did not

interfere with their wives' activities.

There might be a factor of good timing for starting volunteer work. Since all of the

women who were doing volunteer work started it within a year after they lost their

children, the first year seemed like a good period to start it.

The volunteer work of these women was usually related to cancer or sick

children. However, many of them could not work with children with cancer because it

brought back difficult memories of their deceased children. The following quote is from

one woman who was working in a children's ward making things used in treatment. She

had lost her child two and half years before.

I still cannot see children who are taking chemotherapy. When I sometimes see
children who are bald, I remember my son and cannot help crying. I know doing
something for them, like reading books or playing with them is more valuable
than what I am doing now, but I cannot.

Two women in this study had full-time jobs and four women were involved in

the family business before their children became ill. When the women had previous jobs,

they might have used their jobs later to fill the emptiness felt after the loss. However,

after the loss, one woman who had a full-time outside job and two women who were

involved in the family businesses valued their volunteer work more than their jobs. Mrs.

R had a good career, but she quit her job and concentrated on caring for her child.

I valued my job and my family equally before my child became ill. I had chosen
my former job because I thought the job was compatible with my family life. I
refused to transfer several times because I thought it would be a burden on my
family. Even if I had sacrificed my family I wouldn't have gotten anything from
my company. Because of my decision, I was not promoted as fast as my
colleagues, but I have never regretted it. When my child was diagnosed with
cancer, I started to stay with her in the hospital. I did home-care after this. I took
a leave of absence from my company first, then I decided to quit. I did not have
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any second thoughts about doing it. After I lost my child, I found that my
perceptions were different from before. I did not want to do the same kind of
work. I started to do volunteer work and even thought about studying social
work and working for children with cancer.

Before the experience of caring for her ill child, Mrs. R had valued her job, but not

more than her family. If Mrs. R had valued her job more than her family, the situation

might have been different. She might not have become the main caretaker, she might have

shared the role of caretaker, and she might not have done home-care. After she lost her

child, she valued volunteer work or work which was related to the care of children with

cancer more than her other job. Two other women felt the same way. They had not

valued their role in the family business more than taking care of their families. They also

took on the role of the main caretaker during their children's illness. Taking on the role of

the main caretaker seemed to be the fundamental condition for being interested in

volunteer work.

Women who did not do volunteer work

There were two reasons why women did not do volunteer work. Eleven women

had potential and desired to do volunteer work but could not for various reasons and

another nine women were not interested in doing it. In both cases, there was no relation

between not doing volunteer work and the degree of change they went through in other

areas. Some of them felt they had changed a lot and others felt that they had not

changed much.

In the first group, each woman had reasons and real circumstances which made it
difficult to do volunteer work: six women had small children who needed to be taken

care of; three women had husbands who were opposed to the idea; one woman did not

have enough energy yet; and one woman wasn't able to because she had to support the

family business. One of the three women who had a husband who was opposed to the

idea told the following story.
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In the first year after I lost my daughter, I really wanted to start doing something
for other children with cancer. One day I found an advertisement calling for bone
marrow transplant donors and I wanted to become a donor. But my husband did
not approve. He said, "We still have two small children. If something happened
to you, what will I do? We are also not so wealthy. We cannot afford to help
others. You have to think about your family first.’ It was true, so I could not argue
with him. I still hope I can do something after our children become bigger. I want
to donate something even if the amount is small. But my desire to do volunteer
work has lessened with time.

It became difficult for women to start new activities when their husbands were

not supportive. This was not an issue only for these three women, but also for the six

women who had small children. Among the women who were doing volunteer work,

eight of them had small children. The difference between them and the six women who

had small children in this group was the support they received from their husbands.

Also, regarding women who had jobs (either outside or in family businesses) the

difference between the three women who were doing volunteer work and the one woman

who wanted to do volunteer work but felt she couldn't was the amount of support they

received from their husbands. Support from husbands was an important factor in

encouraging women to start volunteer work.

Another nine women were not interested in volunteer work. Two of these were

the women who had not become main caretakers during their children's illnesses. The

other seven women, however, had experienced a process similar to that of most of the

other women. They also became strong, changed their values, and revised their

perceptions of life and death.

What made these women feel the ones who were doing volunteer work were

different from themselves? One woman who had lost her child four years before told the

following story.

In the newspapers and on television I heard that some women are eager to do
volunteer work after they lost their children. I wish I could do it, but I can't. I do
not have enough desire to do it. I don't know why — I may be too unsympathetic.
Anyway, the life of my family is more valuable to me than helping others.
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Four women including this woman lived in a rural area and did not have role

models to do volunteer work around them. They re-constructed a new family

relationship and tried not to talk about the deceased children with their husbands

because the husbands did not want to talk about the deceased child. Other women in

this group shared similar features. They did not know anyone who was doing volunteer

work or they did know someone who was but felt they themselves were not interested in

being involved in society at large. They were more interested in their relationships within

their families. Also, many of their husbands did not want to talk about the deceased

child.

Process of Change

The women started to be strong and change their values during the period when

they were caring for their ill children, while the changes in their perceptions of life and

death began after the children died. The decision to start doing volunteer work was

based on these three changes. Mrs. T is a typical example of this kind of transformation.

She was in her late 30's and became a housewife after she married her husband. She was

interviewed three times, six months, one year, and two years after losing her daughter.

Her daughter had leukemia for four years and died when she was eight and a half years

old. Through the experience of caring for her child, she became the main caretaker for her

daughter and this became her reason for living. After her daughter died, Mrs. T tried for

six months to forget her daughter as others suggested, but she could not.

I felt my daughter kept me from forgetting her. Since I could not forgether, I
thought it was better for me to become more involved with her memory. I also
thought that I did not want to waste her death. I gained a lot of knowledge and
experience by taking care of her. I had to use it to help someone who had
problems like ours. Since I am very grateful that my daughter could have a BMT
(bone marrow transplant), I started to do volunteer work regarding getting
donors for BMT. All of my husband's relatives opposed this idea. They
suggested I forget the deceased child and get a new baby, but I ignored them. I am
able to disregard the tension between myself and my husband's relatives and I
tried to do what I want. I feel that I have become stronger because I did not have
enough support while my daughter was ill. Another change is that I have come to
think that life is valuable and I am not afraid to die anymore because my
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daughter experienced it. I am sure I can see my daughter again, so I have to live
as well as I can until then. (6 months after the loss)

Having devoted all of her energy and time to her sick daughter, Mrs. T

discovered that she could deal with very difficult situations like caring for her dying - -

daughter on a 24 hour basis. When she lost the object of four years of complete

devotion, there was a deep sense of emptiness. In this sort of situation, well meaning * * *

advice from friends and relatives was often considered irrelevant to the women's needs.

Women often used volunteer work to fill in the extra time and the sense of emptiness

they had. Mrs. T did this at times against the objections of her relatives. Disregarding

their advice was difficult, but Mrs. T could do it because she had become stronger. She

was also no longer afraid of death and dying.

The changes the women made, including becoming stronger, changing their

perceptions of life and death, and starting volunteer work, were lasting changes once

they occurred. In the case of Mrs. T, three changes had already happened in the first

interview, which was six months after the death and continued until the last interview

which was two years after the death. However, her values continued to change with

time. Through the experience of caring for her child in the hospital, Mrs. T learned the

importance of accepting the individual character of each child.

Like other women, I used to think that raising capable children was the most
important thing to do as a mother. But I came to think that the children's health
is more valuable. I cannot take being healthy for granted. Since parents take their
children's health for granted, they expect more things from their children. For
example, they expect the child to study hard, enter a good school, and get a good
job — I don't think this way anymore. Also, by watching how the teacher taught
my daughter in the pediatric ward's school, I came to believe that education. is focused on each child's strong points is important. My son told us that
he would like to be a carpenter. Many mothers may be disappointed by this, but
I think this is a nice idea because he is skillful. (6 months after the loss)

As was the case with other women, Mrs. T used to value "raising capable

children", but she came to see the value of good health through her daughter's experience
* -

with leukemia. She also valued the children's individuality and originality through her
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experience in the hospital. Experiences in the hospital often opened the women's eyes to

a new world. Although Mrs. T was not influenced by other women who also had ill

children, many of the other women were influenced in this way. Mrs. T finally developed
clear ideas about the value of life.

One and half years after the first interview, Mrs. T talked about how she felt the

disease changed from a stigma to a characteristic of the child.

Recently, I think that I treated my daughter wrongly. Since I believed that my
daughter would be cured, I was always strict with her. I always told her, 'If you
want to beat the disease, you have to do this.’ and had her do things which I
thought were good for her body. I forced her to eat, exercise, etcetera, even
though it seemed difficult for her. In addition, I pretended in front of others that
my daughter was not seriously ill and that she would be better soon. Of course, I
did not tell anyone what her diagnosis was. My daughter became very persistent
because of my discipline. We tried our best to behave as though she was healthy.
I felt my daughter was different from other children with cancer because she
would be cured. I regret that I exercised control over my daughter based on my
own values. I should have respected her own ideas. Now I can perceive the
disease as one of her characteristics. (2 years after the loss)

Since Mrs. T saw that health was the standard situation, she tried to pretend

that her daughter was healthy. She developed her understanding of illness and accepted

it as a characteristic. She also became able to accept her husbands' characteristics. Mrs.

T's perceptions were totally changed within two years after the loss. In the first

interview, she said negative things about her husband.

I found that my ideas were very different from my husband's. I believed there
were certain roles for fathers and mothers when their child was sick. I expected
him to spend 100% of his ability and energy on caring for our daughter, but he
said that he could not do it because he had to take care of our other child and
had to work. He also could not stay with my daughter when she died. I really
thought he should stay there because I thought he would regret it if he did not do
so. I thought that he could even quit his job if necessary, but he reacted coolly
and asked what we would do after the death if he quit. He escaped from the
situation. There is a big gap between us now. (6 months after the death)

Seven months after this interview, she said, "I can understand my husband's

feelings during the child's illness better than before. I understand that my husband is

weak, not like me." Her perception became clear in the third interview. The following

quote is from the third interview, which took place two years after the death.
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I became able to understand my husband's behavior when my daughter died. I
shouldn't force my ideas on him. I might have expected him to do the same thing
as I, but it was not fair. I had to respect his ideas more. After I lost my daughter,
I blamed him. I could not sleep well because of how I hated him. I even thought
about divorce. Correspondence with my close friend supported me. The act of
writing letters itself helped me to make my ideas clear. Also, my friend advised
me 'not to expect too much from others.' I could not accept this idea for over six
months, but I was always thinking about what she said and continued to write
letters to her. Finally, I found out that I had expected many things from others. I
had expected my daughter to be cured, but she was not. It ended up that there
are some things which humans can not control. Then, I remembered many things
which my husband did for our daughter. For example, when we brought her home
just before her death, he shared the responsibility of taking care of her. Her
situation was already bad and we had to get up several times during night. He
did more than I. Also, I knew how deeply he loved our daughter because of his
depression after she died. Now I can appreciate him. (2 years after the loss)

Mrs. T could admit to being different from her husband without feeling one of

them needed to change his or her way of thinking. The women's experiences through the

care and loss of their children were always different from those of their husbands. As

was already described in chapter 6, when the women expected their husbands to

experience exactly the same process as they did, a crisis occurred.

Mrs. T became more flexible. she started to accept the disease as a characteristic,

and the differences between herself and others. She perceived her own change and how

her change created a gap between herself and others.

I feel that I have changed very much and I cannot return to the role of an
'ordinary mother anymore. I sometimes feel that there are big gaps between other
mothers and myself. Things which are important for other mothers sometimes
seem very minor to me. For example, other mothers often complain that their
children do not study, but I always think any situation is better than losing a
child. I don't care about small things anymore. (6 months after the loss)

Women often noticed their own change by comparing themselves with others who

used to be close to them. Mrs. T compared herself with "ordinary mothers". Because of

her changes in values and priorities, she felt a gap had grown between herself and

others. It continued to grow and became more obvious in later interviews.

I knew there were things which humans cannot control when I lost my daughter.
There is nothing as absolute as the fact that all of us will die some day. I don't
believe in religion, but there may be a God and he controls each person's destiny.
I think no one can defy their destiny, so I came not to expect anything. Because I

i
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don't expect anything, I don't have any worries. Even when I am faced with
something to worry about, it isn't ai. When I am asked about otherpeople's problems, I cannot sympathize. Some of my friends left me because I did
not show any interest in what they talked about. (2 years after the loss)

Women were aware of their transformation and realized that their values

differed widely from others who had not lost their children. Their transformations often

caused gaps to occur between themselves and others just as it did with Mrs. T.

However, all of the women including Mrs. T interpreted their change and the experiences

in their entirety as positive.

Many things happened, caring for a child was hard, many conflicts came up
between my husband and me, and in my family. But I feel everything was a good
experience except for losing my daughter. Even in this, nobody could do
anything, so I think it was destiny. I learned many things and developed myself
in some way. (2 years after the loss)

By observing what happened in Mrs. T's case, the experience of being a main

caretaker and the experiences in the hospital and after the loss could be understood as

playing a major role in the women's changes. When the women's changes were seen from

this perspective, three different patterns of change appear to have arisen, depending on

the presence of several additional components.

The first pattern was that of being the main caretaker plus experiencing eye

opening experiences in the hospital during the child's illness, such as being in contact

with other women who had ill children, health professionals or related professionals,

and/or religion. This experience usually happened coincidentally and was related to the

hospital's situation and policy. Women in this group had role models to shape their

attitudes toward their battle with cancer and reached the point of becoming be-te-rans

through the experience of taking care of their children. There were 16 women in this

category including Mrs. T. Ten of them felt they changed very much. Seven out of the ten

women and one other woman started doing volunteer work after losing their children.
■
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An example of such a change was Mrs. U who was influenced by other women

and religion when she stayed with her son at the hospital. At the time when her son had

a relapse she discovered that her husband was having an affair.

It was a double blow for me. My husband apologized for his mistake, but I felt I
was betrayed by him. I was hurt. When I shared my problems with other mothers
in the hospital, I was advised to get religious help. After I started religious
practices, I started to change. I decided not to blame others, and came to think
that nobody could control the disease, and it changed my ideas on health and
death. I became cheerful although my son's condition was not good. My husband
was influenced by my change and started practicing the same religion with my
children. When my son died, we could accept it and believe that the death gave
him comfort. I appreciated the religious practice because the bonds in my family
became stronger because of it. I might have blamed my husband when the child
died if I hadn't started the religious practice.

Mrs. U was basically the center of this family. She was mature and controlled

everything. Once she faced difficulty, she shared it with other women whom she had

recently met in the hospital, but not with her husband, relatives, or old friends. This

showed the special connection between the women in the hospital.

The second pattern was that of being the main caretaker and then trying to make

changes by themselves after the child's death. The women who followed this pattern did

not have the opportunity for eye opening experiences based on their contact with others

during the child's illness. They started doing volunteer work because of their experience

with caring for and losing a child. There were five women in this group.

Compared to the first group, these women had to be strongly self-motivated in

order to start a new activity. Three of them felt they changed very much. Two other

women who had experienced volunteer work before their children became ill felt they

had not changed very much, but were more interested in volunteer work. Three women in

this group lost their children within a year from the diagnosis and did not reach the

point of being be-te-rans through the care experience. They started doing volunteer work

within a year after they lost their children.
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The following quote came from Mrs. N who was in this group. She had lost her

only child eight months after the diagnosis. She started volunteer work a year after his

death and changed a lot through doing it.

When my son was ill, I felt that everything went by so quickly. I did not have a
chance to talk with anyone in the hospital besides the doctors and nurses. It was
the hardest experience in my life. Through this, I found out how much the health
professionals supported me and I hoped to do something for others after I lost
my son. I went to the day-care center for severely handicapped children. I was
really shocked at how hard this volunteer work was and was not confident I
could do it, but I pushed myself. I thought that I had to do it for myself and my
deceased son. I had a hard time in the beginning, but it became fun for me.
Through this work, I met many mothers who had handicapped children. They
were strong and warm. I became close to them and shared my experience of
caring for my son and losing him. One of the mothers told me, ‘You were lucky.
Losing a child is terribly hard, but worrying about my child after I will die is more
difficult than that.' I could understand what she said. In ways like this I learned
a lot from them.

Mrs. N tried to change herself and her situation by doing volunteer work two

times a week. This was a hard task for her, but she felt that she developed herself as a

result.

The third pattern was not having the opportunity to have new experiences during
the child's illness nor start new activities after the loss. The two women who did not

take on the role of the main care taker and did not change significantly are included in

this group There were 12 women in this group. Their degree of change depended on their

personalities, their previous experiences, and whether they reached the point of

becomingbe-te-rans.

In sum, there are three patterns of change: being the main caretaker plus having

eye opening experiences during the caring process; being the main care taker and then

trying to make changes by themselves after the loss; and not having the opportunity to

have new experiences during the caring process or after the loss.
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10. Women's Development Through The Experience Of Disruptions

Losing my child was the hardest experience in my life. However, I never thought
that it would have been better not have had the child. Both raising him and losing
him were valuable experiences and I changed in many ways. I am not the same
person that I was before (Mrs. E).

I became interested in mothers' lives through my experiences in working with

women who have children with chronic illnesses or handicaps, because I noticed that

these women certainly changed through their experiences of such disruption. I wanted to

know what happened inside of them.

In this study, I have attempted to describe how Japanese women transformed

their selves through the major disruption of having a child become ill and die. When their

children's cancers were diagnosed, it destroyed the center of these women's worlds as

mothers and created chaos for them even though the rest of the world around them went

on as usual. They had to deal with the previously unknown world of cancer. Although

this gave them an opportunity to have their eyes opened to this new world, it also meant

they had to separate themselves from the previous world in which they had lived. They

found out that they were not "common mothers" any longer and that they did not have

the same selves. This experience made them feel isolated from their previous worlds.

They were ambivalent about this, but had no choice. They had to fight the cancer.

Mothers are seen as a third gender and not as women in Japanese society.

Women had to take the culturally defined role for mothers: the main fighters in the

battle. This process caused them to become be-te-rans (veterans) in this role by

increments. Becoming be-te-ran meant women could maintain an internal sense of the

emotional stability of self. This stability was based on their attitude of hope which they

held on to until the end. At the same time, they became sentinels by becoming effective in

protecting their children from unnecessary physical agony, maintaining a stabilized life

for these children and their families, and mobilizing resources which would enable them

to concentrate on caring for their sick children.
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The process of facing this disruption created two selves: the socially expected

self and the shifting self. The women's temporal selves, such as being a mother who is

the main caretaker for her child or a mother who has lost her child, were what were

socially expected. However, while they were maintaining these temporal selves, they

were also transforming their subjective selves. Nevertheless, they often were unconscious

of this process because they were too upset with the situations caused by the

disruptions. They tried hard to cope with the situations and so the shifting of their

selves took its own silent course. In other words, while these women were absorbed in

the process of caring for their children, they were undergoing a parallel process of

integrating a fundamentally different subjective self.

After women experienced the death of their children, they re-integrated their

symbolic world and their own biography, including their definitions of their selves, their

definitions of their deceased children, and their relationships with these children.

Finally, their deceased children were integrated into their selves. In essence, their

symbolic universe was really shaken by the onset of the child's cancer and then it was re

integrated culturally as well as biographically. They came to feel that there was a

continuity between the world of life and death. Once they finished these symbolic tasks,

they started seeing themselves differently. They found that there was continuity since

their behavior during the caring process made sense from the perspectives of their new

selves. They also found that they had developed psychologically through the experience

of these disruptions.

The most interesting point in these findings is that, given certain conditions, all

women seem to be able to become be-te-rans. The basic conditions for becoming a be-te

ran are the cultural expectations of the mother's role, taking care of the child as the main

caretaker, and time. The experiences of the caring process had more variations between

the women and had a greater effect on their changes than the experiences in the grieving

process. If a woman did not become a be-te-ran, as was the case for two women in this
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study, their symbolic world changed less and as a result their selves did not transform
much.

The following conjecture is often used to describe the differences between

Japanese and Western mothers' attitudes toward protecting their children from

threatening situations: in a situation in which a mother and child are attacked by a bear,

a Western mother would put her child behind her and face the bear aggressively,

whereas a Japanese mother would turn her back on the bear and protect her child by

sheltering it with her body (Lock, 1988). Both mothers would try to protect the child,

however their strategies would be different. According to this depiction, Western

mothers protect their children through active involvement with a threat, whereas

Japanese mothers isolate the threat through strong integration with their children.

The Japanese women in this study behaved in a way that only partially supports

the characteristics of this depiction. These women integrated with their children to a

degree that is suggested by the analogy. For example, they protected the child from

unnecessary physical and emotional distress. However, they then also aggressively

fought the cancer in their mother-child cohesion. They perceived the situation as a battle

in which they were a main component.

Feminist ideology is not well rooted in Japanese society and many of the women

in this study were typical Japanese housewives who were not concerned about feminist

issues. However, their change caused a sense of independence and made them rethink

their assumptions about the options and resources available to them as women.

Another major revelation of this study is that the health care system in

contemporary Japan - derived from Western models - does not fit traditional Japanese

values and consequently forces people out of traditional roles and modes for managing

events. Japanese traditional values support the idea that people resolve problems within

the context of the family. However, under the current health system, seriously ill children

have to be treated in a hospital. This means that caring for seriously ill or dying children
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is built into the hospitals' function. These organizational arrangements do not offer

adequate and satisfactory services. Women in this study had to be careful to maintain a

sufficient balance of power with their health professionals.

As the main caretakers of their children, these women had to resolve problems

outside of the family unit, often by themselves. It meant the women were pushed out of

the family and the family itself was largely excluded from this caring process. These

women were required to enact their roles as main caretakers in a non-family setting. This

dislocation, combined with the observation of the process of death in their own children,

magnified the intensity of the experience. The hospital environment placed additional

stress on the women but also forced them to invent new ways of coping, such as

establishing non-formal peer support systems among mothers or learning to negotiate

with health professionals.

Once the child died, the women found themselves socially outside their families

and had to re-establish their connections to them. At the same time, they discovered

changes in themselves. They developed new abilities and discovered that they could

break through traditional cultural values. Since they were cut off from their family unit

during the child's illness, their change occurred outside the context of the family. The

family itself might have changed and transformed its use of traditional values, but these

changes, if they occurred, are disconnected from their mothers' changes. After the loss,

some women did not re-connect with their husbands or parents-in-law. On the other

hand, some women re-connected differently and established better relationships. All of

these observations indicate changes in the medical system and the culturally expected

system of support in contemporary Japan, such as shifts in attitudes in the medical

system, the development of support groups, and the patients' rights movement.

There is a discrepancy between the perspectives of health professionals and

mothers. Health professionals, especially physicians, may see themselves as

commanders or strategists in the battle with cancer and feel responsible for curing the

-

-
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child. This is their first priority and it sometimes causes the women and their children to

experience inconveniences in the hospital setting. On the other hand, women think that

they are the main fighters in the battle against their children's cancer. These two types of

involvement are different. The health professionals' involvement is based on their

professional knowledge and experiences of previous battles. Mothers are physically and

emotionally more involved in the individual battle of their own children. Health

professionals have to understand that their perceptions of the situation are quite

different from those of the mothers. They must try to see the situation through the eyes

of these women and pay attention to their personal situations and ideas about life.

At present, the child's participation is overlooked by health professionals,

although the child should be the main player in the battle. Currently most children do

not get any formal information. The health professionals' attitudes about disclosure

influence the mothers' decisions on how to handle the situation. This causes an ironic

situation to develop: mother-child cohesion without an open discussion of what the

reality of the situation is. The child, who is the main player in this situation, is expected

to fight the cancer without knowing the enemy. In addition, an underlying assumption

that there is no option except to fight until the end caused a decision making hierarchy

to develop: physicians, parents, and then patient. However, the Japanese health care

system is gradually changing. Once the child is formally acknowledged as the main

player, the decision making mechanism and power relationship between health

professionals and families will change.

As for the implications for Japanese nursing, nurses have to develop their own

role in the context of caring for terminally ill children and their families. There are many

tasks they could possibly share with physicians or start as their own; for example,

taking on the role of a bridge between the physicians and the patients, sharing the

emotional pain that the patients and their family members (including siblings) are going

through, starting home-care programs, and initiating support groups. Developing
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situations which allow nurses to spend more time and energy on patients makes it

possible for them to be substitutes for mothers as the main care taker when necessary

and defines a special role for them as nurses.

In sum, I observed the process of transformation in women who, in their roles as

mothers, became re-integrated after disruptions. I tried to show the pervasiveness of

Japanese culture in this process. My analysis indicates that women as mothers were

treated as a third gender and that because of this they were required to be the main

caretakers for their ill children. In the process of fulfilling this obligation, they became be

te-rans, which caused changes in their selves. They re-evaluated their lives and found

that their lives had changed in significant ways. As a result, this change caused the

women's values to exceed the framework of traditional cultural values.

This study also discovered that there are discrepancies between biomedicine as it

is practiced in Japan and the needs of Japanese families, although this is an area that

was not sufficiently investigated. This could be a direction to pursue in a future study.

*
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