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Creation of Care Through
Communication by Nurses,
Welfare Workers, and Persons
(Children) With Profound
Intellectual Multiple Disabilities

at a Day Care Center
Emancipation From the Japanese

“Shame Culture”

Tomomi Sato, PbD, RN

This study aimed to demonstrate how persons with profound intellectual multiple disabilities
(PIMD) and nurses, together with welfare workers, communicate with one another and create
care at a day care center for persons with PIMD in Japan. The ethnographic method was used.
The research participants were persons with PIMD and their mothers, nurses, and welfare
workers. The results indicated that care aims at autonomy based on intentions in response
to signs. These findings suggest that this practice emancipated persons with PIMD and their
mothers from the Japanese “culture of shame” and enable their autonomy. Key words: au-
tonomy, care, day care center, emancipation, nurses, profound intellectual and multiple

disabilities, “shame culture”
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BACKGROUND AND SIGNIFICANCE

Persons with profound intellectual multi-
ple disabilities (PIMD) have severe physical
disabilities combined with profound intel-
lectual disability, requiring assistance in all
activities of daily living.! Since verbal com-
munication is difficult for such children,
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Statements of Significance

What is known or assumed to be true
about this topic?

Persons with PIMD have difficulty
communicating both verbally and
nonverbally and are susceptible to
life-threatening situations. Therefore,
these individuals have high medical
dependency and require concentrated
care. However, the uniquely Japanese
tradition of “shame culture” constrains
the lives and behaviors of persons with
PIMD and their families.

Communication with persons with PIMD
has been studied in terms of understand-
ing them through their families, but few
studies have examined care in which
persons with PIMD participated in the
formation of care and grew as a re-
sult or have characterized such care as
emancipation from “shame culture.”
What this article adds:

In this study, care that emancipates per-
sons with PIMD and their families from
Japanese “shame culture” is identified us-
ing ethnographic research methods. This
article should be of interest to a broad
readership, particularly researchers and
practitioners in the field of palliative
care. Nurses and welfare staff at a day
care facility provided coordinated care
to address the medical needs of persons
with PIMD and to promote their self-
expression and autonomy. This research
provides insight into ways to support
persons with PIMD and their families to
emancipate them from Japanese “shame
culture” and enable their autonomy.

their main means of communication is non-
verbal, using facial expressions and body
language.? For this reason, it is difficult to
understand the intentions of persons with
PIMD,?> even for their parents.® Studies on
parents who had made decisions regarding
their children’s surgery show that the parents
agonized over whether they had made the

right decision, or even regretted their deci-
sion, because they did not know how their
children felt about the surgery.>° A study on
nursing practice found that while engaging
in activities with them, the nurses perceived
subtle differences in the limb movements
and vital signs of persons with PIMD and
interpreted these differences as expressions
of their intentions.” Another study using the
ethnonursing research method reported that
nurses interpreted the alarms and subtle dif-
ferences the medical equipment display as
the voices of the persons with PIMD, assign-
ing meaning to such voices based on the
actual circumstances, and if that was diffi-
cult, asked for the parents’ opinion as experts
on their children.® However, the nurses did
not have ways to confirm their own inter-
pretation of the thoughts and intentions of
the persons with PIMD, resulting in uncer-
tainty about the validity of their assistance,
which affected their motivation.”"!° Some
studies have used physiological indicators
to gain a better understanding of the reac-
tions of persons with PIMD,!!'!2 but none
of those studies showed how they commu-
nicated with the persons with PIMD or how
the thoughts and intentions of the persons
with PIMD were understood and utilized in
their care. Therefore, through fieldwork at a
day care center that served as a home-based
care site for children (individuals) with PIMD,
this research aimed to reveal how the nurses
at the center, together with the welfare work-
ers and mothers, established communication
and created care.

Recently In Japan, the cases of children
with PIMD who require medical interven-
tion such as tracheotomy, suctioning, and
ventilator support after being saved in the
neonatal intensive care unit are increasing,'?
as are the number of children with PIMD
with high medical needs."* Cerebral dis-
orders in children with PIMD affect their
life-sustaining functions, including breathing,
circulation, temperature regulation, feeding,
digestion, absorption, and elimination, ne-
cessitating a wide range of care to remedy
their conditions.!> Children with PIMD are
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less likely to express themselves by facial
expressions and body language when their
condition deteriorates, making it difficult for
nurses to understand their thoughts and
needs. In addition, it has been revealed that
mothers of persons with PIMD who are cared
for at home and are usually in danger of losing
their life provide 24-hour care.'® However,
day care centers for persons with PIMD are
in short supply in Japan; therefore, one of the
critical challenges in the care of persons with
PIMD, with whom communication is diffi-
cult, is that children and their mothers cannot
get any support and they become alone.!”
There are an estimated 36650 persons
with PIMD in Japan, 69% of whom live at
home.!> The United States introduced poli-
cies for the normalization of people with
disabilities in the 1960s, but Japan did not
introduce policies for participation in so-
ciety by people with disabilities until the
21st century.'® Japan has a long cultural
background of “shame culture”!® and thus
Japanese parents have typically been more
reluctant to let children with disabilities
out in public.?° Japanese people place great
value on obligations and repaying favors, and
“shame” is an emotion that is evoked when
one is unable to meet an obligation or return
a favor. In Japanese culture, to be “shamed”
is to have your name and self-esteem dam-
aged. Japan also used to have a “family reign
system,” in which a male succeeded the fam-
ily genealogy, so the birth of a male child
has traditionally been desired.!® The family
reign system was abolished in 1947, but the
belief that the birth of a child with a disabil-
ity disgraces the family persisted.?® Against
this backdrop of “shame culture” and the
resultant tendency toward prejudice and dis-
crimination, an increase was seen in the
number of cases in which Japanese fami-
lies refused to take their children with PIMD
home from the hospital or infant care home.
As a countermeasure, a policy was imple-
mented to place children with PIMD in a
facility for protection and ryoiku (treatment,
childcare, and education).'® As a result, par-
ticipation in society by persons with PIMD in

Japan was delayed and has only been consid-
ered since the beginning of the 21st century.
In 2010, the Japanese government created a
system that aimed to support independence
based on the principle of normalization,
stipulated participation by persons with
PIMD in social activities as equal members
of society through self-selection and self-
determination,?! and proceeded to introduce
necessary laws. In 2013, the foundation of
quality of life (QOL) was defined as protect-
ing the human rights of persons with PIMD
without discrimination, supporting their re-
lationship with their family members, and
providing them with an environment for liv-
ing a good life.??> Thus, support measures
to emancipate persons with PIMD who are
cared for at home have become a critical issue
in the modern Japanese society.

On these grounds, the nurses and welfare
workers provide assistance by understanding
the thoughts and intentions of persons with
PIMD in home care; this is a critical chal-
lenge that affects the QOL of the persons
with PIMD and their families. Nevertheless,
the methods used in studies on communica-
tion by persons with PIMD have been limited
to either interviews or observation, attach-
ing meaning to the data obtained from the
nurses’ memories or to the phenomena no-
ticed by the observer. Daily practice may be
interpreted at the unconscious level and may
not be verbalized.®?-%3

Few studies has shown cases in which the
nurses viewed the communication with per-
sons with PIMD as interactive, or how the
nurses shaped assistance to emancipate them
and their families from “shame culture” based
on their understanding of the thoughts and
intentions of the persons with PIMD who had
high medical needs.

PURPOSE

The purpose of this study was to demon-
strate how persons (children or individuals)
with PIMD (or “users” of a day care center),
nurses, and welfare workers communicated
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with one another and created care at a day
care center in Japan where normalization was
the goal.

METHODS
Research design

The ethnographic method was used, as the
study was based on the observation and in-
terview about the care and communication.
Ethnographies are the written reports of a
culture from the perspective of insiders. The
insider’s viewpoint is referred to as the emic
perspective, as compared with the etic per-
spective, the views of someone from outside
the culture.>* Participant observation is the
primary method of ethnographers?® and is de-
fined as being present and interacting with
participants in routine activities. Fieldwork,
data collection, and analyses were performed
using the work of Emerson et al?® as a refer-
ence. Data were collected through 2.5 years
of fieldwork at a day care center for persons
with PIMD in Japan. This study was approved
by the ethics committee the affiliated univer-
sity (No. 20115) and the ethics committee of
the day care center (No. 0044).

Recruitment

The field for this research was a day care
center for persons with PIMD in Japan that
was a municipality-designated model busi-
ness facility. The study participants were
adolescents and young adults with PIMD who
had been coming to the day care center 3
times per week for at least 1 year, their fam-
ily members, and nurses and welfare workers
(nursery teachers and child welfare workers)
with at least 5 years of experience working at
a facility for children (individuals) with PIMD.

A request for participation explaining the
study purpose and methods was given both
in writing and verbally to all users, their
parents, nurses, and welfare workers. The
parents accepted on behalf of their children
that participation in the research was vol-
untary, that all data would be anonymous
(ie, pseudonyms would be used) to main-
tain strict privacy, that the results might be

Table 1. Overview of the Research
Participants

Clinical/Professional Experience
Name PIMD Day
(Pseudonym) Care,y Care, y
Chida (N) About 15 4
Hara (N) About 15 4
Moritaka (N) About 10 4
Yada (N) About 10 3
Nohara (N) About 10 3
Kaneko (N) About 10 1
Aota (W) About 15 4
Abe (W) About 25 2
Utsumi (W) About 30 4
Oki (W) About 15 4
Yamaguchi (W) About 15 4
Takizawa (W) About 15 4

Abbreviations: N, registered nurse; W, welfare worker.

published in academic and other publica-
tions, and that there would be no detrimental
consequences of declining to participate in
the research. As for informed consent, the
researcher and parents explained the con-
tents using words and methods that were
understandable to the users, and the users ex-
pressed their intent to participate. Finally, 8
(24%) of 33 users and 12 (92%) of 13 workers
participated in this study (Tables 1 and 2).

Data collection
Participant observation

Participant observation was performed
once or twice a week to observe how the
users were understood and assisted. The
observed situations included the nurses’ in-
volvement with the users, users and nurses
interacting with other nurses, welfare work-
ers, and parents, and staff meetings and other
situations that involved exchanging informa-
tion about the users. Data collection started
after a 2-month period, during which time,
the users, nurses, and welfare workers be-
came accustomed to the presence of the
researcher. A fieldwork researcher is a “par-
ticipant observer.” The researcher observed
the participants’ speech, actions, facial
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expressions, body language, behavior, tim-
ing, and the context of their behavior. If
necessary, the researcher took notes from
an out-of-sight location. Field notes were
prepared on the same day, after the day’s
fieldwork had ended.

Interviews

Interviews were conducted with nurses,
welfare workers, and parents. The interview
topics included confirming the situations ob-
served by the researcher, confirming the
interpretation of the observations, and un-
derstanding the observed actions and their
intentions.2° In addition, 30- to 50-minute for-
mal interviews were conducted with nurses
and welfare workers to capture the over-
all picture, including their understanding of
and thoughts about the lives of the users
and the process of assistance. To understand
the actual practice, informal interviews were
conducted while the memory of the situa-
tion was still fresh. In addition to individual
interviews, several people were interviewed
as a group during a discussion in the staff
room or during cleanup time. These inter-
views were about the interpretation of the
observations and were done when needed.
The mothers of the users took part in one
formal interview for about 30 minutes to talk
about the history, current status, and their
hopes for their children. They were also inter-
viewed informally 4 to 5 times during events
and bus rides to and from the center. The in-
terviews were recorded using an IC recorder,
and memos were taken during the interviews
with the permission of the participants. In-
terviews were conducted until saturation was
reached. Interviews and data collection were
conducted in Japanese.

Data collection from records

Data collected from medical records and
support plans, meeting minutes, correspon-
dence notebooks, and other records were
added to the field notes as support mate-
rials for understanding the data from the
observations and interviews.

INTERPRETATION AND ANALYSIS

To gain a better understanding of what the
events and experiences meant to the peo-
ple in the field, an inductive approach was
taken for the data analysis, examining the
field notes?® in detail. Concepts and analytical
insights were also examined for verification.
The analysis in this research revealed how
the nurses communicated with and provided
care to the users, by recording the nurses’
modes of communication and methods of
understanding in the field notes and by inter-
preting and continuously accumulating the
detailed data. The actual process consisted of
the following 4 activities: (1) accumulating
extensive descriptions through an examina-
tion of the day’s fieldwork on a daily basis;
this included using the impressions and notes
written in the field notes as a reference for
understanding and delving deeper into the
interpretation by comparing the events with
other events in the past; (2) open coding and
focused coding to express data and phenom-
ena in a conceptual form; instead of using the
existing coding categories, new codes were
created from the field notes. For open cod-
ing, words that intuitively came to mind were
written next to the original field notes, and
for focused coding, field notes were reexam-
ined while considering the field notes from
other dates; (3) repeating this coding process
to identify a theme and building a general
framework; and (4) showing these as “typical
examples” from the field notes.

The trustworthiness evaluation standards®’
were referenced to guarantee the quality
of the research. Throughout the process,
the research was under the supervision of
the research supervisors and peer reviewed
by pediatric nursing experts. The research
results were reported back to the partici-
pants and confirmed and revised until they
agreed.

FINDINGS

The results of the fieldwork revealed the
following 5 domains: (1) involvement by
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the nurses to perceive abnormal signs in
the users; (2) involvement to understand
the wishes and intentions of the users;
(3) involvement to better understand user’s
wishes; (4) creation of care that promoted
the growth of the users; and (5) creation of
the parents’ joy and trust through the growth
of the users (Figure). The 5 domains are dis-
cussed in greater detail in the following sec-
tion and illustrated with examples (Table 3).

The 5 domains

Domain 1: Involvement by the nurses to
perceive abnormal signs in the users

Although the users were unable to com-
municate their needs and intentions verbally,
the nurses were able to provide care by being
aware of their nonverbal voices, subtle move-
ments, and changes in their facial expressions
to perceive abnormal signs and understand
their causes.

Noticing nonverbal abnormal signs (Haruka)

The nurse provided care by understand-
ing Haruka’s physical condition through her
subtle movements and facial expressions.

Haruka was able to vocalize (“ahh”) and
show pleasure or discomfort through facial
expressions, but it was difficult for her to
communicate intentions. During the morning
health check, Nurse Hara suctioned Haruka’s
stomach contents with a syringe from her gas-
trostomy site. As soon as Nurse Hara started
to suction, Haruka frowned and looked as
if she were about to cry. Looking at the
contents of the syringe and Haruka’s expres-
sion, Nurse Hara said, “Oh, I'm sorry. I know
you don’t like it.” When the nurse slowly
pulled the syringe, Haruka’s frown deepened
and her body stiffened a little. She clenched
her fists tightly and tensed up her shoul-
ders. The syringe pulled more than 20 mL of
gastric juice mixed with the nutritional for-
mula given in the morning. Nurse Hara said,
“We can suction as much as 60 mL. It looks
like your stomach is not moving well.” She
palpated Haruka’s abdomen. “It’s soft.” She
then listened with a stethoscope and said
to herself, “Your stomach movement is not
so good.” Since Haruka’s expression showed
strong discomfort during the suctioning of
stomach contents, Nurse Hara suspected ab-
dominal discomfort. Checking the condition
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Figure. Creation of care by nurses, welfare workers, families, and persons (children) with profound intellectual
multiple disabilities that emancipates them from the Japanese “shame culture.”
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Table 3. Typical Examples: Creation of Care by Nurses, Welfare Workers, Families, and
Persons (Children) With Profound Intellectual Multiple Disabilities That Emancipates Them
From the Japanese “Shame Culture”

Domain 2: Involvement to Understand the Wishes and Intentions of the Users

Reading the user’s intentions and preferences (Ayaka)

Ayaka was unable to speak because she had undergone a tracheotomy. On the morning of a
scheduled bathing day, several welfare workers said to Ayaka, “Today is bathing day. You love it,
don’t you?” Ayaka responded every time by thrusting her fist high. Nurse Moritaka explained to
her, “Let’s do the suction first, then take a bath.” During suctioning, her turn for bathing was
changed, and Ayaka frowned. Nurse Moritaka said, “It’s okay. We’ll go as soon as this is over,” and
noticed Ayaka’s face relax. Several minutes later, Ayaka was arching her neck and back, pouting,
and clenching her fists tightly. Changing Ayaka to the supine position, Nurse Moritaka said, “You
really were ready for the bath, weren’t you? Let’s go take a bath now.” Ayaka’s muscles relaxed
immediately. Nurse Moritaka had noticed Ayaka’s strong desire for the bath, as demonstrated by
her raised fist, but decided that she could wait a little longer because her frowning lessened when
the nurse explained the situation to her. Several minutes later, however, seeing Ayaka stiffening
and arching her back, Nurse Moritaka corrected her assessment of Ayaka’s desire for the bath and
verbalized it to her (“You really were ready for the bath, weren’t you?”). The fact that Ayaka
immediately relaxed demonstrated that the reassessment was correct.

A welfare worker explained that one of the reasons Ayaka liked the bath was the esthetic hair
treatment she got after the bath. Ayaka was growing her hair out so that she could wear a
traditional Japanese updo for a Coming-of-Age Day ceremony. Seeing this, the nurses and welfare
workers knew that Ayaka was eagerly awaiting the ceremony and growing her hair out in
anticipation. Her mother would write in the correspondence notebook about her daughter’s hair.
It was often reported in morning meetings that Ayaka had refused to have her braided hair
undone. From these episodes, they understood what Ayaka wanted from her care.

Domain 3: Involvement to better understand users’ wishes

Care tailored for Kaede, utilizing ber intentions (Kaede)

According to Kaede’s mother, when Kaede found out that she would not be coming to the day care
center because of a doctor’s appointment, she became upset and agitated and her mother had a
difficult time calming her down. Kaede’s mother wrote about that episode in the correspondence
notebook, and it was reported at the morning meeting the following day. When the nurses and
welfare workers said to Kaede, “So you really wanted to come to the center,” she smiled, moved
her head from side to side, and looked happy. The staff was surprised by Kaede’s response (“Look
how happy she is!”) and realized how much she had been looking forward to coming to the
center. They responded to Kaede’s feelings by smiling and saying, “We’re so glad you could
come,” communicating that they were happy for her too.

Kaede usually would not do anything she did not want to do but would occasionally bend to the
staff’s persuasion and make an effort. From what her mother told them, the nurses and welfare
workers knew that Kaede wanted to have fun at the day care center.

Care derived from Satoshi’s pride and bis desire for self-control (Satoshi)

Satoshi’s difficulty breathing, accompanied by unexplained cyanosis, was a problem. One day, a
nurse and a nursery teacher paid Satoshi a visit at home. At the staff meeting after the visit, they
reported that Satoshi’s mother was calling him aniki with respect and that Satoshi seemed to be
pleased to hear others say things like “Aniki, that is amazing.” The nurses and welfare workers
were surprised by this side of Satoshi, which was quite a contrast to the aggressive side he
showed at the day care center. They also realized that being called aniki had a special meaning to
Satoshi. He looked proud when someone respectfully called him aniki or senpai (someone who
is your senior or a mentor). This showed that Satoshi wanted to act like an aniki or a senpai and
wanted others to respect his sense of pride.

(continues)
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Table 3. Typical Examples: Creation of Care by Nurses, Welfare Workers, Families, and
Persons (Children) With Profound Intellectual Multiple Disabilities That Emancipates Them
From the Japanese “Shame Culture” (Continued)

Yuko’s sense of pride inferred from ber attitudes and actions (Yuko)

Yuko’s respiratory condition was worsening, but with daily care, she had started to participate in
activities. One day, a nurse realized that Yuko had a sense of pride in her performance at the day
care center. A young girl came to the day care center for a 1-day trial stay. She was a student at the
high school for special needs education where Yuko had attended. During nebulizer treatment,
Yuko would often wave the mist away from the mask, but on that day, she just sat there with
straightened arms and a calm, distant look on her face during inhalation. Nurse Moritaka, who set
up the nebulizer, noticed the difference in Yuko. The nurse continued to observe Yuko from a
short distance, but seeing that Yuko stayed completely still, she said, “This should work today,”
and just left the mask on Yuko’s mouth, without any additional effort to keep it in place. Later in
the day, the nurses talked about Yuko in the nurses’ lounge.

Nurse Chida: Did you see how Yuko was today? She was totally acting like a role model!

Nurse Moritaka: I know! She was acting so calm. She didn’t move at all during the nebulizer
treatment. She was like, “Look at me. This is how you do it.” (She mimics Yuko.)

Nurse Hara: Right. Usually, for suctioning, we have to lead her, saying “Ehhh” but today, she goes
“Ehhh” on her own.

Nurse Moritaka: Yui (The young student from the high school) was on the mat next to Yuko, and
Yui’s mother said to everyone, “Yui is here for a trial stay today. I

hope she will be okay.” As soon as Yuko heard that, she opened her eyes really wide and suddenly
looked very alert. I was surprised. After that, she stayed awake and alert, and she seemed to be
showing the new girl what to do, “Look, this is how you do it here at the center.”

Nurse Hara: Exactly!

Nurse Chida: You know, Yuko’s nickname at the school was “Chairman.”

Nurse Hara: The other students must have respected her.

Nurse Chida: Yeah, it was her air of confidence.

As the nurses exchanged information about Yuko’s behavior that was different from her usual
pattern, they realized that her unusual behavior, such as staying calm and still during suctioning
and volunteering cooperative movements while suctioning, was caused by the presence of the
young student. The nurses also talked about Yuko’s personality at school, and in doing so, became
aware of her pride in doing well at the day care center.

Domain 4: Creation of Care That Promoted the Growth of the Users

Creation of care that led to the “self at the day care center” that was different from the
“self at bome” (Kaede)

Kaede usually would not do anything she did not want to do but would occasionally bend to the
staff’s persuasion and make an effort. They worked to draw out Kaede’s desire to have a good time
at the center and encouraged her to be the person she really was, ie, “Kaede, who is capable of
doing things she doesn’t want to do.”

The nurses started to explain to Kaede that suctioning and hydration were necessary steps to make
sure that she could “have fun at the day care center.” When Kaede refused the suctioning before
lunch and kept her mouth closed, Nurse Moritaka told her, “Let’s make sure to do it before you go
home.” Later, Nurse Moritaka said to Kaede, “Let’s do it, so you can go to the field trip tomorrow.”
She knew that Kaede was looking forward to the field trip. When the nurse said, “Please cough,”
Kaede coughed hard twice, bringing up white phlegm into her mouth. Then, when the nurse
said, “Open your mouth,” Kaede opened her mouth all the way and did not resist the suctioning.
Usually, she would clench her teeth and push the tube away, but this time, she went through the
suctioning without even shaking her head. Nurse Moritaka said emphatically, “You did great! It
feels good when you cough it up like that, doesn’t it? You're done now. I'm impressed! You can go
on the field trip tomorrow.” Kaede was smiling and looking at Nurse Moritaka with big round
eyes.

(continues)
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Table 3. Typical Examples: Creation of Care by Nurses, Welfare Workers, Families, and
Persons (Children) With Profound Intellectual Multiple Disabilities That Emancipates Them
From the Japanese “Shame Culture” (Continued)

One day, Nurse Nohara learned from the mother’s note in the correspondence notebook that Kaede
was still being fussy at home. Nurse Nohara thought that Kaede was separating her “self at home”
from her “self at the center” because Kaede at the center was willing to work on the suctioning,
which she disliked. The nurse wanted to respect Kaede’s thoughts.

Monday morning, Nurse Nohara took one look at Kaede and said, “Oh, they have turned purple.”
Kaede’s oxygen saturation percentage was in the low 90s, and she was being suctioned. The
number indicated that her respiratory care at home was inadequate. Since it was impossible to
provide the same respiratory care at home as at the center, Kaede’s care plan was to perform
suction every day at the center and return her lungs to a good condition by Friday, so her care at
home over the weekend could be light.

The nurse helped Kaede enjoy the activities at the center as well as her life at home by providing
respiratory care tailored specifically for her, emphasizing respiratory care at the center rather than
at home. As a result, Kaede grew into her “self at the day care center,” which was different from
her “self at home.”

Creation of care to control myotonia by appealing to Satoshi’s sense of pride (Satoshi)

According to the nurses and welfare workers, they found out by chance that the words aniki and
senpai meant something special to Satoshi and started to praise his behavior in ways that elicited
that feeling, which gave him a sense of pride and enabled self-control over his tension. One day,
Satoshi participated in bowling as part of a day care center activity. While waiting his turn, he
became impatient. He raised his arms, pouted, arched his back, and shook his shoulders. Ms Abe
(a nursery teacher) saw this and talked to him.

Ms Abe: “Do you want to bowl? It’s your turn to cheer for them now. Then, it will be your turn to
bowl.

Satoshi: (Stares at the bowler. His raised arms start to relax and are lowered slightly.)

Ms Abe: “Yes. I'm impressed, aniki.”

Satoshi: (Looking at Ms Abe, starts to lower his arms.)

Nurse Moritaka: “Oh, that is great, aniki. Is it okay if we let Kato go next? It’s okay, right? Because
you're the senpai.”

Satoshi: (Pouts and looks at Kato, raises his arms high and waves.)

Nurse Moritaka: “Let’s cheer for him.”

Welfare worker: “Good for you, senpai!”

Welfare worker: “Aniki!”

Still pouting, Satoshi looked around. When he saw Nurse Moritaka’s face, he relaxed his mouth,
lowered his arms, and turned to look at the bowler. In the past, Satoshi would have tensed up and
had difficulty breathing when Kato was allowed to go before him. This time, when Nurse
Moritaka and the welfare workers all talked to Satoshi, calling him aniki and senpai, he hesitated
a little but relaxed his pout and lowered his arms.

Ms Aota (a nursery teacher) observed that Satoshi was able to wait his turn without tensing up when
people called him aniki and explained the situation to him. (“You will be next. Your wheelchair is
ready.”) She said that this established within him an experience of “being able to wait without
tensing up.” After 2 wk, he was able to do that even without being called aniki. When he was
told about the waiting time, what he would be doing, and other plans, he was able to understand
the situation and control his feelings. He had truly become an aniki. As they continued to provide
care that respected his pride in being an aniki, the nurses and welfare workers realized that he
could control his myotonia by himself, even when they did not use that word. They had created a
personalized form of assistance for Satoshi that respected his own power.

(continues)
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Table 3. Typical Examples: Creation of Care by Nurses, Welfare Workers, Families, and
Persons (Children) With Profound Intellectual Multiple Disabilities That Emancipates Them

From the Japanese “Shame Culture” (Continued)

livelier.

center is amazing.” (Yuko’s mother)

participating in the delightful interaction.

Domain 5: Creation of the Parents’ Joy and Trust Through the Growth of the Users
The parents’ accounts of their children’s growth
Yuko’s mother wrote in the correspondence notebook that her conversation with Yuko had become

“Lately, Yuko’s response has been more frequent and timely. In the past, I sometimes had to guess
and wonder what she was feeling, but now she vocalizes and says, ‘ummm,’ so I always wait for

her to respond. It is amazing. I couldn’t have imagined this happening one year ago. The day care

Yuko’s mother wrote about the joy of hearing about her daughter’s day at the center and

of Haruka’s abdomen and her facial expres-
sion, Nurse Hara determined that Haruka’s
intestines were not moving well, although
there were no symptoms of ileus. Haruka usu-
ally takes water by mouth, but Nurse Hara
switched to slowly feeding the water through
the gastrostomy tube to prevent dehydration
while her stomach contents were stagnant.

Understanding the “message” in
life-threatening myotonia (Satoshi)

To help Satoshi recover from breathing
difficulty caused by myotonia, the nurses pro-
vided care by understanding his “message,”
referencing patterns from past experiences.

Satoshi’s issue was unusual myotonia as a
symptom of cerebral palsy. His myotonia was
controlled by a muscle relaxant to maintain
a moderate level of muscle tension but was
worsened by ill health, psychological stress,
desire, or other stimulation. To keep his my-
otonia from worsening, it was necessary to
identify the physiological issue quickly or, in
its absence, to respond immediately to his
desires or demands.

One day, Satoshi’s myotonia worsened and
he began showing signs of cyanosis. He
was tense, frowning, and arching his back
with his hands raised high. His face and lips
were rapidly turning dark purple. His oxygen
saturation was at 50%, and his respiratory

condition was worsening. Nurse Hara shot
rapid-fire questions at Nurse Chida:

Nurse Hara: “Medicine?”

Nurse Chida: “T just gave it.”
Nurse Hara: “How about phlegm?”
Nurse Chida: “Not yet.”

Nurse Hara said, “Okay, we’re suctioning,”
and turned the oxygen up. Then, she said
to Satoshi, “We are going to suction,” and
started tracheal and nasal suction, pulling out
a large amount of white phlegm. His tension
eased and air entered his lungs. His oxy-
gen saturation reading went back up to 70%.
Satoshi started to relax when Nurse Hara
looked into his eyes and said, “Sato-chan, we
just pulled the phlegm out. It is okay. You can
breathe.”

Today, the issue was not the dyschezia or the
medicine. By eliminating each discomfort factor,
I decided phlegm was the only issue. When we
suctioned it out, his myotonia was gone and air
entered his lungs. Not much from the trachea,
but we pulled it out through the nasal tube. I
think the accumulated phlegm was making him
uncomfortable. (Nurse Hara)

Nurse Hara was reaching into her reserve
of experiences with Satoshi’s myotonia, ap-
plying the patterns of causes to the current
situation to rule out possible causes. By
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observing Satoshi’s tension ease after suction-
ing, she determined that this time, Satoshi
had wanted to communicate the discomfort
caused by the accumulation of phlegm.

Nurse Chida explained that she could
guess what Satoshi wanted from the look in
his eyes and the level of his muscle tension,
and she could understand what his message
was based on how his tension eased or wors-
ened as a result of his communication of
intention. After attending an event one day,
Satoshi had persistent muscle tension and
his facial expressions showed constant agony.
In this tense situation, Nurse Chida noticed
that his eyes were fixed on the poster of an
idol group, A, which he had received at the
event. When she asked, “Do you want to see
this?” and showed him the rolled-up poster,
Satoshi’s arms tensed up and rose higher, and
he continued to stare at the poster. A welfare
worker unrolled the poster, but when it ac-
cidentally rolled up again, Satoshi tensed up
even more and stared at the poster more in-
tently. Nurse Chida asked, “Do you want me
to put this up?” and hung the poster with
tape. When she asked, “How is this?” his
whole body immediately relaxed and his oxy-
gen saturation level recovered to 90%. Nurse
Chida slumped on the floor and sighed, “So
that was it.” Here again, the nurse applied the
patterns of causes drawn from her reserve of
experiences with his myotonia to understand
the message he wanted to send through my-
otonia, which could potentially put his life at
risk.

Domain 2: Involvement to understand
the wishes and intentions of the users

When communicating with and providing
care for the users, the nurses understood
their anxieties, intentions, and preferences,
not only from the users’ responses observed
at the time but also through comparisons
with past responses experienced by the
nurses and with information based on
the responses observed and interpreted by
the families and welfare workers at the day
care center (Table 3).

Easing the user’s anxiety about myotonia by
communicating to him how the medicine
will be administered (Satoshi)

Satoshi’s myotonia had to be controlled in
order for him to enjoy the activities at the day
care center. The nurses had inferred that one
of the triggers of Satoshi’s myotonia was stim-
ulation due to his interest in the activities,
which occurred immediately before the oral
administration of a muscle relaxant. Satoshi’s
anxiety over his past experiences of myotonia
was further exacerbating his tension. Based
on this understanding, the nurses had been
thinking about ways to raise the threshold
level.

Nurse Hara had inferred that Satoshi had
his own thoughts about medication, based on
her experience administering the medication
during his myotonia immediately before the
oral administration of a muscle relaxant. She
wanted to know Satoshi’s thoughts and use
that information to ease his tension.

The muscle relaxant (scheduled medication) is in-
jected after a meal. You inject it 30 minutes after
RG (a mucosal protective agent) is administered.
You have to give RG first, before the scheduled
medication. Satoshi calms down when you give
him RG. He knows the drill. He is aware that once
he gets his RG, he can also get the muscle relaxant.
He knows that getting RG means that he can relax
and that he can get the muscle relaxant any time.
(Nurse Hara)

Nurse Chida was also aware that Satoshi’s
anxiety lessened when the medicine was
injected.

The other day, Satoshi was so eager to play the
game that he was tense and hurting. When the
doctor said, “I'll give you the medicine. Then
you’ll be all right,” he immediately relaxed. (Nurse
Chida)

Nurse Chida had observed that Satoshi re-
laxed when the doctor talked to him and
gave him the RG injection, which was not
effective for myotonia. She understood that
Satoshi was aware of the order in which the
drugs were given and that just knowing that
he would be ready to receive the muscle
relaxant alleviated his anxiety. Therefore, if
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the nurses sensed that Satoshi was about to
tense up, they always made a point to con-
firm the administration of RG verbally (“Have
you given him RG?”) in front of him. They
were not alleviating his myotonia per se, but
rather providing care to get him ready to re-
ceive the muscle relaxant at any time, give
him reassurance, raise his threshold for anxi-
ety, and enable him to participate in activities.
This care was based on the understanding
that Satoshi was aware of the effects of the
drugs and the order of their administration
and knew the meaning of the RG injection.
Ms Aota, the welfare worker, called this type
of involvement by the nurses “involvement as
the basis of activities.”

Domain 3: Involvement to better
understand users’ wishes

Nurses and welfare workers formed an
image of each user in the process of de-
tecting abnormal signs and understanding
the intentions, preferences, and anxieties of
the users. The individualized image was con-
firmed through the experiences of other
nurses and welfare workers and the users’
families.

Kota’s wishes by conversing on his behalf

Kota had severe quadriplegia. He showed
subtle changes in his facial expressions but
did not smile or cry. According to the wel-
fare workers, his face became flushed when
he was displeased and he sometimes turned
his eyes toward an object of his inter-
est, but these were not sufficient clues for
understanding his feelings.

Ms Utsumi, the welfare worker, was
preparing a meal when Kota came to the ta-
ble in his wheelchair. She put a bib on Kota
and brought the food to him from the serving
cart.

Ms Utsumi: “Okay, Kota. Itadaki manmosu (mam-
moth)!” (An old Japanese joke involving a play on
words on the phrase, ‘Itadaki masu (Let’s eat)’.)

Kota: (Slightly stiffens his arms and turns his eyes
upward.)

Ms Utsumi: “What is it, Kota? I have never seen you
do that before. I'm surprised.”

Ms Abe (the welfare worker): (Approaching)
“Yeah, that looks different.”

Ms Utsumi: “Did the ‘mammoth’ scare you?”

Kota: (Slightly tenses his body and widens his eyes
to stare at Ms Utsumi with a startled look.)

Ms Abe: “I think Kota is saying, ‘Oh, puh-lease!
That is so lame!””

Others: (Laughter) (Someone says) “He’s like, ‘I
didn’t see that coming.’”

Ms Utsumi: “Are you saying that I am ancient?”
(Laughter)

Kota: (Opens his eyes even wider and looks at Ms
Utsumi.)

Ms Utsumi: “Nice, Kota!”

Ms Abe: “Yes, nice reaction. He’s like, ‘Please, not
that!””

On more than one occasion, the nurses
and welfare workers read Kota’s feelings
based on his reactions and expressed them
verbally on his behalf. It looked as if Kota,
who was unable to speak, was initiating the
conversation and livening up the mealtime.
Later, the nurses and welfare workers talked
about this exchange. Ms Abe said, “To me,
that didn’t sound like Kota.” According to Ms
Abe, someone with Kota’s personality would
not be scared of a mammoth but would be
more likely to make fun of Ms Utsumi’s an-
cient joke. Ms Abe told Nurse Chida and me
about an episode that had given her an idea
of Kota’s personality.

The other day, our bus got lost and I was flus-
tered. I noticed Kota looking at me with wide eyes
with his mouth open. He looked like he was say-
ing, “Hey, is everything okay?” I have heard other
people say that Kota listens to our conversations.
When he is attending a group activity, he falls
asleep if he is not interested, and opens his eyes
at the end, as if he is saying, “Is it over?” He has
that kind of dry sense of humor. So, I thought he
would not be scared of a mammoth; he was pok-
ing fun at a stale joke, more like, “That’s so lame!”
When I said that, he reacted by widening his eyes,
so I knew I was right. Otherwise, he would not
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have reacted. He does not react or widen his eyes
unless he is interested. As you observe him, lis-
ten to him, and get involved, you start to form an
image of Kota and understand his personhood. In
caring for him, you always have that image as a ref-
erence, so you can provide care that encourages
his expression of personhood. (Ms Abe, welfare
worker)

Nurse Chida replied to Ms Abe that
understanding his reaction might involve ref-
erencing his image or personhood rather than
assigning a meaning to each reaction. Ms
Abe suggested that in a day care center, the
same group of people gather every day, with
the staff exchanging information and opin-
ions on the personalities of the users and
accumulating knowledge about their person-
hood. Nurse Chida also stated her view that
“personhood is something that is created.”

Domain 4: Creation of care that
promoted the growth of the users

The nurses recognized the wishes ex-
pressed by the users and provided care
centered around those wishes so that
the users could live according to their
preferences. This not only increased their sat-
isfaction but also enhanced their efforts and
self-esteem, promoting their self-expression
and mutual sharing and interaction. As a re-
sult, they seemed to be happy to come to the
day care center (Table 3).

Creation of care to support Yuko’s
self-image: “I work hard on suctioning and
enjoy the activities at the center”

Yuko had difficulty breathing. When she
started coming to the day care center 3 years
ago, her condition had deteriorated so much
that her whole day at the center was spent on
suctioning, but she gradually became able to
participate in activities. Nurses prompted her
by saying, “It’s your job,” and she responded
by challenging the work.

Nurse Chida: “Okay, let’s start the suction.”

Yuko: (Sticks her chest out, lifts her chin, and
aligns her nostrils with the tip of the suction tube.

She even gets the angle right so that the tube and
her nasal bridge form a straight line. She main-
tains that posture throughout the suctioning, with
her arms stretched straight along the trunk of her
body, and only her nose sticking out.)

Nurse Chida: “See? Isn’t she doing great? This
means she wants me to do it.”

Yuko: “Ehhh!” (Tenses her shoulders and strains.)

Nurse Chida: “She wants to cough it up. When the
tube is in her trachea, she goes ‘ehhh’ to cough up
the phlegm.”

Yuko: “Ehhh, ehhh!” (She strains. When the
phlegm starts to come out, she hits Nurse Chida’s
hand several times.)

Nurse Chida: “I know. It hurts. (saturation: 85%,
heart rate: 125 bpm). Let’s rest for a while.”

Yuko: (Relaxes her shoulders and does not resist
the Ambu bag.)

Nurse Chida: “See? This means she is asking me
to do it. She is totally in sync with the bagging. I
do not remember when, but at some point, she
started to synchronize her breath with the bag-
ging. You are recovering fast today. I knew you
would. I guess we can stop suctioning. It is Friday,
so this is your job. Right, Yuko?”

Yuko: (Makes a smacking sound and flexes her
hands.)

Seeing Yuko cooperate with suctioning
time after time, Nurse Chida understood that
Yuko not only wanted to be suctioned to
ease her discomfort but also considered ex-
pelling phlegm to be an important job for
her to perform. When Yuko started to cooper-
ate, the nurse acknowledged her willingness
to cooperate and praised her efforts (“Isn’t
she doing great? That is it, you're doing so
well.”). This encouraged further cooperation
from Yuko, in addition to her movements to
expel phlegm during suctioning. She signaled
the transition back to suctioning from bag-
ging by moving her wrist and even aligned
the position of her nose to the angle of the
suction tube to facilitate insertion. In other
words, she performed her “job” very well.
Lately, Yuko had been making sounds like
a sigh (“ummm”), communicating her own
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intentions, and improving her respiratory
functions in her own way.

Care that supported Yuko’s “ideal self”

By observing how Yuko acted before she
tried hard to cooperate with suctioning, the
nurse became aware of Yuko’s pride in “doing
well at the day care center.” Nurse Moritaka
accommodated Yuko’s wishes to be a role
model and to demonstrate her efforts in suc-
tioning by taking measures such as starting
the oxygenation earlier.

Everybody has some wishes. Figuring out what
they are will give you a sense of direction. I want
Yuko to participate in the activities, if only a lit-
tle, and have a sense of accomplishment for that
day. I think that makes her try harder and recover
faster. If I tell her that she is going to do an activity
next, she works hard to expel phlegm and inhale
oxygen. I often feel that she is working hard so
she can recover. If she keeps this up, she will be
in even better shape, not just getting better today
but also maintaining that state. That is why I try to
get her in a better shape, so she can participate in
the activities.

Nurse Yata saw Yuko participating in one
of the activities, a fashion show. Yuko had
been in suctioning all day until the show
started, but when a welfare worker intro-
duced her, she acted prim, like an actual
model, as if to say, “Everyone, look at me!”
From the way Yuko enjoyed herself, Nurse
Yata realized that “Yuko really looks forward
to the activities.”

The nurses supported Yuko through the
formation of care that allowed her to improve
her respiratory functions in her own way so
that she could lead a life she wanted and be
her ideal self.

Even if her days were dominated by suc-
tioning, she participated in the activities with
poise. The nurses saw this and recognized
that Yuko had an ideal image of herself “work-
ing hard at the center” and “enjoying the
activities” and thus provided care that sup-
ported her self-image. Through the care that
supported her ideal self, Yuko was able to im-
prove her own physical condition and enjoy
being at the day care center.

Domain 5: Creation of the parents’ joy
and trust through the growth of the
users

The users’ growth brought their parents joy
and trust in the day care center

Nurses and welfare workers used corre-
spondence notebooks and short conversa-
tions during pickup time to talk about the
users with their parents. This type of care
gave the parents joy from seeing their chil-
dren’s growth, and the nurses explained that
a happy life at the day care center results
in trust in the center and a stable family life
(Table 3).

The parents’ accounts of their children’s
growth

The mothers spoke of their joy as parents
in seeing their children growing, enjoying
having interactions with others, and looking
forward to coming to the day care center.
Kaede’s mother described a recent episode.

She does not want me to come to the day care cen-
ter. I think she shows a different face at the center
from her face at home. She probably has her own
world at the center—a different self that she does
not want her parents to see. (Kaede’s mother)

Kaede’s mother looked happy talking
about Kaede’s different side that she did
not show at home and the formation of her
“self at the day care center.” Kota’s mother
described the following:

He does enjoy coming here. He is healthy. It feels
like a dream come true. He looks so calm. I am
happy just to have him come here. They manage
his health here, so there is a rhythm in his life. If
the child is happy, the parent is happy, and vice
versa. With all the activities provided here, Kota
seems to be having fun in his own way. (Kota’s
mother)

Coming to this day care center was the first
time Kota was away from his mother for a
long time.

“Enjoying life” at the day care center leads to
a stable family

The nurses were also aware that when the
users were able to participate in the activities
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as they wished, their facial expressions and
behaviors started to change.

As the users went through the routine of
going to the day care center and coming
home, their parents learned that their chil-
dren enjoyed being at the center and that
they could entrust their children to the cen-
ter. As a result, the parents were able to
recover from caregiver fatigue during the day
and be more fully involved with their children
in the evening and on weekends.

‘When the parents saw their children’s hap-
piness and growth, their trust in the nurses
and welfare workers was strengthened. This,
in turn, gave the parents room to relax and al-
leviated the users’ anxiety, creating a virtuous
circle.

DISCUSSION

Care that identifies life crises that users
are unable to express as a basis for
autonomy

This research demonstrated that the nurses
at the day care center noticed abnormal
signs in the users, which the users could
not communicate verbally, by observing sub-
tle physical changes. They ascertained the
meaning of such changes through communi-
cation and observation and made caregiving
decisions based on their past experiences.

First, the nurses noticed subtle differences
in the users’ facial expressions or anything
different from their normal state, detected
abnormal signs, and began to assess the sit-
uation. Then, comparing it with the normal
values and states, they observed the differ-
ences to confirm an abnormal situation and
its causes and addressed the situation. It has
been reported that it is difficult to judge
the physical symptoms of users by apply-
ing reference values because of their high
individuality.?® Because of underlying condi-
tions, users are also susceptible to respiratory
problems during abnormal muscle tension
and convulsion, necessitating suction. Acute
conditions, such as convulsion, could be
life-threatening.?®

Since the Japanese system prohibits day
care centers from providing treatment, users
with high medical dependency must be trans-
ferred to an emergency outpatient if their
condition worsens. When the users partic-
ipated in activities at the day care center
without wearing a monitor or left the cen-
ter for activities, the nurses needed to take
necessary measures before an abnormal sit-
uation occurred. While interacting with the
users, the nurses at the day care center per-
ceived subtle differences as abnormal signs,
assessed the causes and the situation based
on their medical knowledge, and addressed
the abnormal situation.

In addition to general medical knowl-
edge, the nurses at the day care center
had a stock of experiences, including the
users’ needs and anxieties, which they rec-
ognized as patterns. In a previous study,3?-3!
it was found that the staff of a group home
tended to pursue communication by find-
ing meaning through temporary “ascription”
(ie, temporary assessment) while interacting
with children with PIMD. The nurses in this
study also recognized the user’s abnormal
signs, verbally communicated the temporary
ascription to the user, and observed the user’s
reaction to confirm the validity of the assess-
ment. However, the difference in this study
was that the nurses’ ascription was not made
on a blank slate but rather by recognizing
patterns in past experiences.

Another unique characteristic of the com-
munication and care seen at this day care
center was that the ascription took place be-
tween the nurses and users and was carried
over to the dialogue with the mother, other
nurses, and welfare workers to coordinate
the assessments in a group setting. Kruithof
et al>> demonstrated the importance of trans-
ferring detailed knowledge of mothers of
children to supporters.

In this research, ascription utilized the
daily information about the user and the
knowledge about the physical condition that
the mother gave. Through these findings, it
was revealed that the nurses at the center
detected subtle changes in the users.
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Creation of care that encourages users’
wishes and facilitates their autonomy

The day care center nurses and welfare
workers in this study worked to find an in-
dividualized image for each user by providing
care that encouraged self-expression through
facial expressions and body language. On the
basis of this image, they provided care that
drew out the users’ personhood and, in the
process, created care that enabled the users
to grow. To the best of our knowledge, few
researchers have reported the self-growing
involvement of individuals with PIMD while
receiving care in a life-threatening situation.

The nurses and welfare workers rec-
ognized the users’ needs and self-esteem
in envisioning their personhood. They un-
derstood the selfimage and needs of the
users and provided care that respected their
self-esteem. Esteem needs are fulfilled by
consistent respect from others and evoke
confidence, usefulness, strength, and com-
petency. The nurses and welfare workers in
this study praised the users with words (eg,
“That’s it, youre doing so well!”; “Nice!”
“Good for you!”). Because the nurses re-
spected the users’ self-esteem, they began to
make a voluntary effort to express themselves
more and be recognized by others.

In this way, the perceived capacity to con-
trol, cope, and take personal decisions on
how a person lives their daily life, following
their own norms and preferences, is defined
as autonomy.>> The nurses at the day care
center provided care that nurtured the users’
personhood and promoted their wishes. This
care assisted the users’ autonomy by enabling
them to have a purpose at the day care cen-
ter (eg, “I want to have fun at the center,” “I
want to do well in suctioning and activities”)
and enjoy their lives actively and fully. Auton-
omy requires nurturing self-determination in
an environment where people can think and
decide for themselves.>*

However, users are susceptible to health
problems and even their desire to do
something may cause uncontrollable and life-
threatening myotonia. Therefore, the users at

the day care center were in a precarious situ-
ation in which their myotonia or respiratory
conditions could worsen at any time.

Respecting and supporting autonomy is
guaranteed by Article 7 of the Convention
on the Rights of Persons with Disabilities.
However, persons with chronic illness may
significantly and permanently interfere with
their emotional growth and development,’’
including the sense of autonomy. In a re-
cent study, mobility limitations are negatively
associated with the level of autonomy.>°

Therefore, when nurses in nursery schools
communicate with users, they look for not
only the wishes and needs of the users
but also for abnormal signs, form a unique
image of the users, and respect their inde-
pendence. They are involved in all aspects of
communication and treatment.

This study revealed a structure in which
the nurses helped the users facilitate their
autonomy by fulfilling their physiological
and safety needs to help them stay healthy,
deepening their relationship through care,
and providing care that respected their self-
esteem. This type of care may be defined as
the involvement with users that forms the
foundation of their autonomy.

Emancipation from the “shame culture”
through the growth and trust of the
users

In this research, the nurses and welfare
workers at the day care center provided care
that promoted the users’ autonomy. This care
enabled the users to enjoy life, created a con-
nection between the mothers and the day
care center, and allowed both the users and
their mothers to trust others physically and
emotionally and lead their own lives. The
care at the center facilitated their autonomy
and trust in the center, making normaliza-
tion a reality for the users and their mothers
and emancipating them from the “shame
culture.”

The first reason is promoting the users’ au-
tonomy through this care enabled the users’
self-expression when their parents were not
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present. As a result, the mothers have been
able to leave their physically and mentally
life-threatening children at the day care cen-
ter. The users enjoy separate lives from them,
find joy in their growth that took place away
from the parents, and lead the lives that
they had wanted. The principles of normal-
ization include living a regular day, week,
and year, having regular developmental ex-
periences, individual dignity and the right to
self-determination, sexual relationships, and
the right to economic and environmental
standards.>” The resulting daily lives of the
users and their mothers in this study signified
the achievement of normalization, in which
the users’ rights and dignity were protected
in a conducive environment.

The second reason is the nurses in
this study were able to attain normaliza-
tion for the users, who were susceptible
to life-threatening situations, through health
management with consideration for the fam-
ilies’ capacity for caregiving and health
management and thorough care that pro-
moted for the users’ autonomy. A previous
study found that persons with PIMD with
high medical needs, such as the users in
this research, were expected to stay home
under the care of their mothers instead of
nurses, with the nurses creating guidance
plans for at-home respiratory management. '
The “homes” of patients who required med-
ical care resembled a hospital room with
breathing and suctioning equipment and oxy-
gen and that their families were required
to provide 24-hour care.’® In Japan, moth-
ers of persons with PIMD must stay vigilant
24 hours a day, without rest or respite, to
protect their children from life-threatening
situations.!” As a result, mothers providing
home care were fatigued to the point of not
being able to sense their fatigue or physical
condition.?®

The care provided by the nurses at the
day care center not only accommodated the
users’ needs and conditions but also was
based on the assessment of the families’ ca-
pacity for caregiving and health management.
Moreover, the care at the center followed

how the families provided care at home to
not disturb the rhythm of the users’ lives at
home while maintaining their health. This
involvement by the nurses reduced the anx-
iety of the families, especially the mothers,
and strengthened their trust in the day care
center. As a result, mothers have been able
to leave their children with life-threatening
physical and mental conditions at the day
care center.

In Japan, where the “shame culture”
persists, there is a history of children with dis-
abilities being hidden from public view and
subjected to prejudice and discrimination.?’
Mothers talk about difficulties and regret
about the congruence between intentions
of persons with PIMD and parental judg-
ment, indicating that they think parents are
helpless.‘*-4! This is the difference between
the results of the study and those of West-
ern countries.?? In Japan, persons with PIMD
and their mothers are isolated in the Japanese
culture of shame.? The care of persons with
PIMD is often left to the mother alone, with
fathers and siblings staying away, the com-
munity barely involved, and only a few local
government services offering help.®4> Moth-
ers do not express to anyone their true
feelings and weaknesses to avoid shame,
which deepens their isolation.*> The lack of
socialization of care in the culture of shame
is shown in Japanese cultural history.?°

In contrast, the care provided by the
nurses and welfare workers at this day care
center promoted the users’ autonomy. It al-
lowed their mothers to deepen their trust in
the center and be comfortable leaving their
children with life-threatening condition in the
hands of others, making normalization a real-
ity. In other words, the care provided by the
nurses at this center emancipated the users
and their mothers from the “shame culture.”

IMPLICATIONS FOR NURSING PRACTICE

The creation of care that emancipates
persons with PIMD and their families from
the Japanese “shame culture” is of great
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significance. Implications for the practice of
this care include the following.

First, in communicating with users, it is
important to observe their subtle reactions,
understand what they mean and what is
needed, and communicate the understand-
ing back to them verbally or by providing
care. This interaction is important as the
foundation of the care.

Second, to create care that promotes
autonomy in users at a day care center,
managing their health is fundamental for sus-
taining their personhood at the center and
home. Therefore, it is necessary to consider
that the level of care provided at the center is
not attainable at home and provides care that
looks at the totality of the lives of users and
their families.

Finally, the participants in this study
were users with high medical needs, whose
numbers have increased in recent years.
This research indicates that their daily life
and medical needs are inextricably con-
nected and that care at a day care center
needs to strike a balance between those
needs.

LIMITATIONS OF THE RESEARCH AND
FUTURE RESEARCH ISSUES

This study examined the practice at a day
care center in Japan. Because of the charac-
teristics of the center, the ages of the users
were limited to 18 years and older. The partic-
ipating family members were mostly mothers.
To study communication and care involving
subjects of different ages and their fami-
lies, and to gain a better understanding of
the effects of their culture and experiences,
it is necessary to conduct research at day
care centers for infants, after-school child-
care facilities, and other types of facilities,
while including family members other than
mothers in the research.

The nurses and welfare workers who par-
ticipated in this study had 10 or more years of
experience in caregiving for individuals with
profound disabilities, and the participating

day care center was a model business facil-
ity. Since communication with persons with
PIMD is a challenge regardless of the language
or culture, it is also necessary to look into
the creation of care by nurses and welfare
workers in other countries for implications
regarding care and education that promote
normalization.

Few studies have examined care with
active participation by users. In Japan,
community-based comprehensive care cor-
responding to the users in this study has
just started. In the future, more research is
needed for persons with PIMD and their fam-
ily home care where diverse professions are
involved at different times.

CONCLUSIONS

In this study, the researcher conducted
fieldwork at a day care center for persons
with PIMD in Japan to demonstrate how
the nurses and welfare workers communi-
cated with persons with PIMD (“users”) and
their mothers to create care. The fieldwork
revealed the following 5 domains: (1) involve-
ment by the nurses to perceive abnormal
signs in the users; (2) involvement to under-
stand the wishes and intentions of the users;
(3) involvement to better understand users’
wishes; (4) creation of care that promoted
the growth of the users; and (5) creation of
the parents’ joy and trust through the growth
of the users. Through communication with
the users, the nurses and welfare workers
at the center provided care that encouraged
self-expression and shared their understand-
ing of their personhood and wishes. As a
result, the users were able to work on their
wishes and the formation of their own care
actively. This type of care may emancipate
the users and their families from the Japanese
“shame culture” and enable them to lead ordi-
nary daily lives, creating their own full lives.
This research provides recommendations for
ways to support users and their families to
emancipate them from the Japanese “shame
culture” and facilitate their autonomy.
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