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THE PROCESS OF WHISTLEBLOWING
IN A JAPANESE PSYCHIATRIC
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This study aims to unveil the process of whistleblowing. Two nursing staff members
who worked in a psychiatric hospital convicted of large-scale wrongdoing were inter-
viewed. Data were analyzed using a modified grounded theory approach. Analysis of
the interviews demonstrated that they did not decide to whistleblow when they were
suspicious or had an awareness of wrongdoing. They continued to work, driven by
appreciation, affection, and a sense of duty. Their decision to whistleblow was ulti-
mately motivated by firm conviction. Shortly after whistleblowing, wavering emotions
were observed, consisting of a guilty conscience, fear of retribution, and pride, which
subsequently transformed to stable emotions containing a sense of relief and regret for
delayed action. It is necessary for nurses to recognize that their professional responsi-
bility is primarily to patients, not to organizations. Nurses should also have professional
judgment about appropriate allegiance and actions.

Introduction

Whistleblowing has been regarded as a professional responsibility for nurses,
but few take action, and almost all whistleblowers are anonymous. They often
regard themselves as traitors, although it is said that ‘the general public today
regards whistleblowers as heroes and not as traitors’.' Nurses may also be afraid
of retaliation. In many cases, their feelings and level of understanding of how
seriously whistleblowing could affect their lives remain unknown. The purpose
of this study is to demonstrate the process of whistleblowing through interviews
with nursing staff who worked at a Japanese psychiatric hospital and decided to
whistleblow.
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View of whistleblowing

Whistleblowing is discussed not only in health care ethics but also in business ethics.
It is defined as ‘the disclosure by organization members (former or current) of ill-
egal, immoral, or illegitimate practices under the control of their employers, to per-
sons or organizations that may be able to effect their action’.? It is of two types:
internal whistleblowing, often thought of as reporting; and external whistleblowing,
specifically public disclosure by a person with inside information, often through the
media.’ A whistleblower is ‘one who identifies an incompetent, unethical, or illegal
situation in the workplace and reports it to someone who may have the power to
stop the wrong'*

Whistleblowing is now recognized as an act of advocacy, which is a designated
role of nurses. To whistleblow on observed wrongdoing in order to safeguard
patients qualifies as ethical behavior>* The International Council of Nurses Code of
ethics for nurses states that ‘The nurse takes appropriate action to safeguard individ-
uals, families and communities when their health is endangered by a co-worker or
any other person’® Hence, nurses should prioritize their duty to patients over their
duty to employers as a general professional ethic. Whistleblowing should be con-
sidered as an ‘appropriate action’.

In many cases, however, ‘whistleblowing and whistleblowers are not always
viewed favorably’,” and ‘whistleblowing remains generally regarded as a pariah
activity’® In reality, whistleblowers often suffer from unfair dismissal or reassign-
ment of work, both in Japan and in the West.>**

Background of Japanese psychiatric hospitals

Numerous scandals involving psychiatric hospitals have occurred in Japan. In
many cases vulnerable patients have had their human rights violated, and in
some instances have lost their lives." Behind these scandals are several char-
acteristics of psychiatric care that are unique to the Japanese system. First, psychi-
atric beds in Japan are approximately 4.9 times per capita more than those in
the UK.” As social rehabilitation facilities are insufficient, the average length of stay
for patients is very long, averaging 373.9 days.” These facts indicate that many
patients are unnecessarily hospitalized for inappropriately long periods, and as a
result are deprived of their social skills. Second, approximately 90% of psychiatric
hospitals are private, some of them for profit. Hospitals are not fined if they do not
meet the minimum requirement for numbers of medical staff, resulting in a situation
in some psychiatric hospitals where patients are poorly cared for by very few doc-
tors and nurses,

Some of the large-scale scandals have been disclosed by whistleblowers.”
Outsiders, including patients, rarely know the full extent of what is done, and as
aresult rarely discover wrongdoing in the field of medical care, especially in
psychiatric hospitals. In these cases, patients did know how disastrously they
were treated, but they had no way of contacting anyone outside. As wrongdoings
were committed intentionally by the organizations, internal whistleblowing was
ineffective.
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Methods
Participants
Two former members of the nursing staff of a psychiatric hospital were interviewed

in September and October 2004 after whistleblowing to the media over procedures
at a hospital at which they were employed.

Facts concerning the hospital

The hospital was privately owned, with psychiatric and geriatric wards. It was
extremely understaffed; only 30% of the doctors and 10% of the nurses declared to
the authorities as being on the staff roll actually existed. One of the doctors was a
gynecologist, another had dementia, and another was on medication for a psychiatric
disease. Examples of the poor care provided included all patients of the same age
being prescribed the same medication without examination. The hospital director was
also the owner and was very powerful within the hospital, and gave many directives
to the employees on the basis of profit. The medical system in Japan is not based on
DRGs (diagnosis-related groups: a system used to classify hospital patients into one
of approximately 500 groups). More examinations and more treatments generate
higher profits, so the organization submitted fraudulent claims for medical expenses,
and medical records were falsified in an effort to increase profitability. (Some of these
facts were reported by the participants, others were reported in newspapers, but they
are not referenced here in order to avoid identifying the hospital.)

Participant details

The two participants were women, one in her 40s and the other in her 50s (exact
ages are not disclosed for reasons of confidentiality). One worked as a licensed prac-
tical nurse and the other as a nurse’s aide.

The licensed practical nurse had more than 20 years’ work experience, but had
never worked in either psychiatric or geriatric wards. After the death of her husband
she moved house and began to work at the nearest hospital; this was the hospital
in question. She was unfamiliar with the hospital’s reputation. She encountered dif-
ficulties in her work and wanted to resign soon after commencing the job. The hos-
pital director offered her an alternative job in medical coding, where she worked for
several years before again working on a ward.

The nurse’s aide had previously been employed in a private company and had no
hospital or medical experience. She was a housewife when she was asked to work with
a neighbor employed by the hospital. On entering the workplace, she started with a sub-
ordinate job and subsequently obtained nursing experience, including checking med-
ical records and prescriptions. Over time she assumed leadership of other nurses who
were considerably older than her, but with deficient knowledge and skills in nursing.

Both these women whistleblew after leaving their jobs.

Data collection

Two authors (KO, YH) conducted semistructured interviews with the two indi-
viduals in private situations. The participants were asked: What was your job in the
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hospital? How did you feel about your work? What did you feel and think when
you recognized wrongdoings? What did you do when you recognized wrongdoings?
and, What do you think you should have done in retrospect? The participants were
informed that the interview did not aim to disclose details of wrongdoing, but only
to discuss their past and current feelings and thoughts on the process. Each inter-
view lasted approximately three hours.

Method of analysis

This qualitative study used the modified grounded theory approach.”

The interviews were electronically recorded with the consent of the participants
and transcribed in full. In the transcripts, the feelings and thoughts of the partici-
pants were coded as conceptual labels, also known as open coding. Next, these were
categorized chronologically by their meaning and schematized among categories of
relationships in a process of selective coding. The analysis was conducted by one
author (KO) and supervised by two other authors (AA, SK).

After the whistleblowing event, the hospital was penalized administratively and
the hospital director was prosecuted. Owing to confidentiality issues related to this
trial, any information that could identify participants and/or the hospital remains
undisclosed in this study.

Ethical considerations

The participants were informed about the purpose, methods, and planned publica-
tion of this study. The participants’ rights were also explained, including the fact that
they could withdraw at any time without danger to themselves. We obtained written
informed consent from each participant. The study protocol was approved by the
ethics review committee of the university at which the first author had previously
been a member of staff.

Results

Six categories and 16 subcategories were derived from the collected data (Table 1).

Progression to whistleblowing

Analysis of the interviews demonstrated three chronological phases that evolved
during the whistleblowing process: suspicion of wrongdoing, awareness of wrong-
doing and conviction of wrongdoing (Figure 1). In contrast, there was a driving force
to continue to work, which impeded whistleblowing: appreciation, affection, and a
sense of duty.

Suspicion of wrongdoing

In the initial phase of their work, the participants experienced surprise, dubiousness,
indignation, and sympathy for the patients, and they became suspicious of
wrongdoing.
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Table 1 Categories and subcategories derived from the data

Category Subcategory

Suspicion of wrongdoing Surprise

Dubiousness

Indignation

Sympathy for patients
Awareness of wrongdoing Awareness of wrongdoing
Driving force to continue working Appreciation

Affection

Sense of duty
Firm conviction Conviction of wrongdoing

er

Fear of complicity
Wavering emotions Guilty conscence

Fear of retribution

Pride
Stable emotions Sense of relief

Regret

One interviewee was shocked on her first day at the hospital. She stated:

The first job | had was discarding intravenous fluids into a sink. 1 was surprised, and said
to the nurse, ‘Oh, why? Are such things done commonly in hospitals? The nurse replied,
‘Don'’t say such a thing!" We poured out about 120 bottles of intravenous fluids every day.

The fluids were meant to be administered to patients, and the patients were cer-
tainly charged for them. She accepted the nurse’s explanation that the disposal of
intravenous fluids is a common practice in health care in many hospitals. Another
statement was that: “To my surprise, when a patient in an acute stage was admit-
ted, nursing staff tied his hands and legs, and beat him.” These statements were con-
ceptualized as ‘surprise’.

The study participants continuously questioned the matters that occurred in the
hospital, conceptualized as ‘dubiousness’. “When I saw the patients forced to do
dangerous jobs, such as breaking bottles of fluid for waste disposal, I wondered
what it meant.” And ‘I wondered why patients were charged for medical supplies
such as catheters and syringes.” These are actually covered by government insurance
in Japan. Numerous discrepancies in the medical records, and patients who
attempted suicide by jumping off the building, further enhanced the participants’
suspicion towards the institution.

They were further incensed by the incompetent doctors and careless nurses.
One doctor with dementia was always scolded by nurses because of urinary incon-
tinence; another was very old and was sleeping most of the day. The nurses often
administered an ordered dose of insulin twice because they did not check whether
insulin had been previously administered or not. The interviewees thought:
‘How irresponsible!” or ‘Do they deserve to be doctors?” These statements indicate
‘indignation’.
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However, the interviewees also developed deep ‘sympathy for patients’ who could
not be discharged. This was shown in the following statements:

Figure 1 The process of whistleblowing

A patient who had been admitted for killing one of his parents stayed for decades. He
could not be discharged, but he is sane, absolutely sane! He relied on old photographs
for nostalgia.

When a nurse’s aide gave meals to five patients [who could not eat by themselves], she
used only one spoon. So I said to her, ‘Don’t do that! How would you feel if you were
given a meal in such a way? I myself would not wish to.’

Awareness of wrongdoing

Next, an ‘awareness of wrongdoing’ developed. One participant was aware of the
wrongdoing in wearing a name tag that did not belong to her for audits and in
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writing irresponsible notes on blank medical records. She said, ‘I was aware what 1
did was wrong.’ Malpractice and poor judgment of physicians that endangered the
lives of patients were also frequently observed. ‘I heard that a patient suffering from
ileus had enemas one after another. I heard he could not be saved. The assessment
of the doctor was fundamentally wrong. It might as well be a murder.” The partici-
pant was aware of a medical error.

Driving force to continue to work

Despite this, the participants continued to work owing to their appreciation, affec-
tion, and sense of duty. One participant said,

The hospital director told me to recognize that I was doing everything right. I thought
it was worthwhile to work.

One day, 1 wanted to quit my job because of stress, and said so to the director. He gave
me an extra 500000 yen [about USD4500].

Colleagues depended on them and believed that things could not be done well
without them. They enjoyed superiority, as revealed by the statement: ‘Every col-
league relied on me, because the hospital director never got angry at me.” They felt
competent in consistently pointing out colleagues’ mistakes and took extra shifts
even on days off duty. They received ‘appreciation’ not only from the hospital
director but also from colleagues, which encouraged them to continue working
despite their suspicions or awareness of wrongdoing.

‘Affection’ for colleagues as well as for patients also contributed to a reluctance to
whistleblow. ‘I liked them [the fellow elderly nurses]. They were good tempered.
I could continue to work because I enjoyed it.” They made efforts to communicate
with the patients, and one of them brought home-made cakes to make patients
happy. One participant said, ‘The patients also looked forward to my visit.’

A ‘sense of duty’ permeated the participants” conscience. They did their best and
one said, ‘[I] believed my responsibility was to complete whatever [ was ordered to
do perfectly.” One even finished her job at home if she lacked sufficient time at work
because, as she said, ‘It's what I have to do.’ The participants were also ‘ordered to
keep secrets by the hospital director’, because they had to protect confidentiality.

The entire hospital organization, including the top-ranking director, was involved
in multiple willful wrongdoings. Even as the participants’ suspicion and awareness
grew, it was entirely ineffective to confess this to their supervisors. Despite being
cognizant of wrongdoings that endangered patients’ lives, they did not whistleblow.

Firm conviction

A last straw was needed for whistleblowing: ‘firm conviction’. Three subcategories
were observed in this category: conviction of wrongdoing, anger, and fear of complicity.

One day a patient with a bladder catheter in place was transferred from another
hospital. The licensed practical nurse found the diagnosis of a 12-day history of blad-
der inflammation and a prescription for antibiotics in his medical records. On asking
her director for the reason behind what she believed was a misdiagnosis, she was told
that she should understand the reason implicitly: that antibiotic prescriptions gener-
ate profits. She had prevented inflammation of the bladder by making the patient
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drink abundant fluids, and was proud of that nursing skill. ‘Bladder inflammation was
not serious for the patient at all, but it was a big problem for me’, she said. She was
convinced that ‘It [prescribing antibiotic to the patient] was absolutely wrong.’

The other participant recognized and permitted medical malpractice because
she was repeatedly told that this was common practice in hospitals. One day she
delivered documents to a social insurance office with a younger staff member, who
had no money with her. The participant therefore paid the business travel fare for
both of them. However, the hospital refused to reimburse the expense because she
paid the fare for the younger staff member without advance permission. She was furi-
ous at the injustice of the situation, even though it was only a small sum of money,
and stopped going to work from that day onwards. In turn, the hospital terminated
her salary prior to her last day at work. When her colleagues visited her, she returned
to work at the hospital but her salary was still not reinstated. The hospital constantly
neglected her claim, and she decided to consult an appropriate public agency on the
issue. Although she had no previous experience of working in a hospital, she had
worked in a company and thus had an idea of employee rights. She was convinced
that the hospital was in the wrong concerning her salary and the business expenses.

In both cases, the decision to whistleblow was ultimately motivated by a strong
‘conviction of wrongdoing’, not by the seriousness of the situation. On the dark side
of this conviction of wrongdoing there were feelings of ‘anger’ and a ‘fear of com-
plicity’. One participant felt extremely angry about the intentional misdiagnosis
of patients’ condition, and said, ‘I couldn’t accept the reason. It could not be per-
mitted . . . Patients were not treated as human.” When one participant found nurs-
ing staff appropriating medical supplies for themselves, she thought ‘they are rotten!’

The more wrongdoing the participants witnessed, the more they felt fear of com-
plicity. One said, ‘T was very scared, as | happened to hear of many wrongdoings.
I might get into trouble unless I leave here soon.” She collected evidence that could
protect her. Whistleblowing requires courage, but the participants were propelled to
the act by their own convictions,

After whistleblowing

Immediately following whistleblowing the participants experienced wavering emo-
tions that were mixed with a guilty conscience, fear of retribution, and pride. These
were followed by stable emotions that contained a sense of relief and regret.

Wavering emotions

After whistleblowing, the participants inevitably pondered whether they should
have disclosed the information. A sense of betraying colleagues led to a ‘guilty con-
science’. One stated ‘I wondered whether I should have told about affairs in the hos-
pital,’ and the other, ‘I was sorry to tell about such things.’

Neither participant had to face fear of dismissal because they had already
resigned their jobs, but they felt another fear, the ‘fear of retribution’, which was
expressed in the statements:

I have heard that the director was related to gangsters. When | walked or got on a train,
I always looked over my shoulder. I had a cellular phone with me to call my husband
or son at any time.
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When you spoke to outside contacts, you could be easily identified. I contacted the hos-
pital only with a lawyer's supervision.

Despite these negative feelings, they also felt ‘pride’. They believed that ‘whistle-
blowing should not be thought of as wrong’ and they ‘would like to express every
detail of the hospital’s wrongdoings in public’.

Stable emotions

Years after whistleblowing, the wavering emotions were transformed to stable emo-
tions, which consisted of a sense of relief and regret. ‘Relief’ arose from feeling for-
tunate they had resigned their positions, expressed as: ‘l was lucky to have been able
to quit the job” and ‘I can go out on my own now.’

‘Regret’ was targeted at both having assisted in wrongdoing and not publicly dis-
closing the wrongs earlier. They said, ‘I assisted in the wrongdoing. I should not
have done such things,” ‘I should have noticed earlier,’ and ‘I should have blown the
whistle earlier.’

Discussion

For a nurse, or any individual, whistleblowing poses a major ethical dilemma.”*
Rhodes and Strain state that ‘by living in a society and absorbing its culture, we
develop an aversion to exposing the misconducts of others.” ® The social significance
of belonging to a group, the psychological pain of disloyalty, obedience to the chain
of command, fear of being exposed as the whistleblower, and fear of accusation and
retribution all hinder whistleblowing.® This is especially true in Japan for the fol-
lowing reasons. First, harmony is the most fundamental social value,” even though
western ethics are now accepted. Harmony is derived from Confucian ethics.
Considering some practical moral precepts of courtesy shown by young persons for
old people, or the distinction between the roles of husband and wife in Confucian
ethics,” it is true that Japanese people, especially younger ones, have less respect for
Confucian values than previously. This is different from other east Asian countries
such as Korea, but Confucian ethics still heavily influences social behavior.
Additionally, Japanese people do not believe in God. Moral duties (obligations,
responsibilities) in western society are required by God, but those in Japan are based
on relationships among people.” Thus people intend to maintain harmony in their
groups. Whistleblowing counteracts these virtues, and may present a bigger chall-
enge in Japanese than in western cultures.®

Second, the Japanese Public Health Nurses, Midwives and Nurses Act positions
one of the roles of nurses as assisting medical doctors. Autonomy in nursing is now
taking a hold, but the recognition of nurses as subservient to doctors still remains.
This discourages nurses from judging ethically.

Third, confidentiality has been interpreted beyond the realms of its original
scope in Japan. For example, it has been reported that 20-30% of patients were
informed of their prognosis, while just over 50% were informed of their diagnosis
in the period 2001-2002.* Daily routines and standard operating procedures are kept
confidential from patients, not to mention outsiders, as standard practice. In this
study, the nurse’s aide was explicitly told that under no circumstances was she to
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violate hospital confidentiality. This must also have been an obstacle to whistle-
blowing.

Finally, whistleblowers are insufficiently protected. In Japan, the Safeguards Act
was enacted in 2004 to protect whistleblowers after a series of disclosures about
major companies who had endangered the health and security of customers.™* This
Act aims to safeguard those who disclose information in the public interest about
unjustified treatment such as dismissal. However, its effectiveness is debatable
because external whistleblowing is stipulated to have occurred only when the wrong
is not set right by internal whistleblowing. Whistleblowers may also be charged with
the wrongdoing committed by their organization, while organizations that retaliate
against whistleblowers face no penalty.?

It is said that the process of whistleblowing consists of two decisions made by the
whistleblower: first, is the observed activity illegal, immoral or illegitimate? and
second, should the activity be reported?” Even when these two questions are
answered affirmatively, ‘many observers do not blow the whistle’.” The participants
in this study overcame this dilemma because they had firm convictions about
wrongdoing. This indicates that, as nurses, we should have accurate knowledge with
which we can affirm that what is right is right, and what is wrong is wrong.

In this study, shortly after the whistleblowing events, the participants feared ret-
ribution and had a guilty conscience. Yet they were also proud and confident that
they were right. A few years later, they felt relieved. Regret was expressed for delay-
ing their actions, and not for the fact that they had been whistleblowers. Unless they
publicly disclosed the wrongdoings, the malpractices would have continued, more
patients would have been endangered, and they would have had to live without
peace of mind. Whistleblowing may be a psychologically painful experience, but it
ultimately results in peace and satisfaction.

How to act becomes an ethical conflict for a professional who finds patients in
danger. To diminish the conflict, nurses should reaffirm their primary responsibility
to patients, not to organizations. This is also a challenge in nursing education. Nurses
should develop professional judgment about appropriate allegiance and actions.
However, if whistleblowers suffer from retribution and negative publicity, it is
natural for people to be reluctant to disclose public wrongdoing. Thus, legal protec-
tion should safeguard the brave individuals who whistleblow for the protection of
others,

This study has several limitations. First, there were only two participants. More
whistleblowers should be interviewed, but they are usually anonymous, making
them very difficult to identify. In the future, if the guilty feelings of whistleblowers
lessen, more may be interviewed. Second, the participants were interviewed a
few years after the incident. Although this allows the full evolution of their psychol-
ogical process, the participants’ memories may also have been inaccurate. In spite of
these limitations, this study is significant for revealing for the first time the process
of whistleblowing.

A final word

The events in question were revealed approximately a decade ago. Social attitudes
to this problem are now changing in Japan owing to widespread whistleblowing in
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the Japanese food industry in 2007. Under certain circumstances, whistleblowing is
slowly becoming regarded as one’s duty. Transparency and accountability are now
required not only in the food industry but also in the medical field. These changes
in social attitudes will begin to influence care even through the firmly closed doors
of hospitals.

Kayoko Ohnishi, Atsushi Asai and Shinji Kosugi, Kyoto University, Kyoto, Japan.
Yumiko Hayama, Osaka Prefecture University, Osaka, Japan (deceased September 2006).
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Abstract

Background: Few comparative studies of clinical ethics consultation practices have been
reported. The objective of this study was to explore how American and Japanese experts analyze

an Alzheimer's case regarding ethics consultation.

Methods: We presented the case to physicians and ethicists from the US and Japan (one expert
from each field from both countries; total = 4) and obtained their responses through a

questionnaire and in-depth interviews.

Results: Establishing a consensus was a common goal among American and Japanese participants.
In attempting to achieve consensus, the most significant similarity between Japanese and American
ethics consultants was that they both appeared to adopt an "ethics facilitation” approach.
Differences were found in recommendation and assessment between the American and Japanese
participants. In selecting a surrogate, the American participants chose to contact the grandson
before designating the daughter-in-law as the surrogate decision-maker. Conversely the Japanese

experts assumed that the daughter-in-law was the surrogate.

Conclusion: Our findings suggest that consensus building through an "ethics facilitation” approach
may be a commonality to the practice of ethics consultation in the US and Japan, while differences
emerged in terms of recommendations, surrogate it, and ing treatments. Further
research is needed to appreciate differences not only among different nations including, but not

limited to, countries in Europe, Asia and the Americas, but also within each country,

Background tainty or conflict regarding value-laden issues that emerge
Ethics consultation is a service provided by an individual  in healthcare [1]. In the United States (US), ethics consul-
or a group to help patients, families, surrogates, health-  tation services have rapidly expanded since the 1980s; cur-
care providers, or other involved parties address uncer-  rently, this service is provided at all hospitals with 400 or
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more beds. Thirty-six thousand cases are requested yearly,
involving roughly 29,000 consultants [2]. Several studies
on ethics consultation have been published in the US,
incuding discussions based on case studies [3,4), evalua-
tions of ethics consultation [5,6], and analyses of consul-
tation recommendations and their relevant factors [7,8].
Recently reports on ethics consultation have also been
published in countries such as Australia, Canada, Italy,
Japan, Germany, Norway, Switzerland and the UK [9-15].
These reports highlight a diversity in modality of clinical
ethics consultation among and even within different
nations. However, there is very little international com-
parative research that identifies similarities and differ-
ences in ethics consultation.

The practice of ethics consultation has often depended on
clinical ethical judgments and practical knowledge. Even
in the LIS, 95% of the individuals performing ethics con-
sultation have not completed any formal graduate level
training [2]. Comparisons based on case studies are there-
fore an appropriate means of beginning to assess the sim-
ilarities and differences in practical knowledge that guide
ethics consultation in diverse international contexts.

The objective of this study was to explore how American
and Japanese experts analyze an Alzheimer's case regard-
ing ethics consultation. This case focused on the nutri-
tional management of an elderly Alzheimer's patient. We
used this case because a review of the literature showed
that it has centain key elements that are likely to provoke
dilemma or controversy among healthcare practitioners:
the patient is incompetent, there are questions about
whether or not to opt for terminal care, and disagreements
easily arise among the interested parties [16,17]. In this
paper, we analyze the recommendations and approaches
of ethics consultants from the US and Japan concerning
this case and also discuss the legal and institutional
aspects of terminal care issues that are presented. Because
it is necessary 1o identify practical knowledge in ethics
consultation, this study may assist in educating ethics
consultants.

http:/Awww biomedcentral com/1472-6939/9/2

Methods

Study Design

We chose experts from both the US and Japan and con-
ducted our research from July to August 2006 using a
questionnaire survey, followed by expent interviews. We
divided the partidpants into American and Jjapanese
teams, had them examine the case of an Alzheimer's
patient, and conducted follow-up interviews. Participants
were told to approach the case as if it occurred in their
respective countries. We conducted a content analysis of
the teams’ approaches and conclusions. All the interviews
were performed by three authors of this paper (NN, YN,
MF). The study was approved by the Ethics Committee of
the Graduate School of Medicine, University of Tokyo.

Participants

Participants were recruited from among researchers who
have published several reports on ethics consultation,
medical ethics, and bioethics in academic journals, Many
of the individuals practicing ethics consultation in the US
are healthcare workers, chaplains, or ethicists [2], while
ethics consultation in Japan is often performed by physi-
cians and ethicists, We therefore selected four experts
from the fields of medicine and ethics from the US and
Japan as participants (Table 1). All participants were male.
We explained to all participants their role in this study
and received their consent in writing.

The Japanese participants tended to have fewer years of
ethics consultation experience and have handled a smaller
number of cases, This was because ethics consultation in
Japan has only been initiated in recent years. The Japanese
participants selected for this study, however, had been
active in research and clinical ethics consultation. Physi-
cian C, for example, had undertaken research on topics
such as advance directives; and ethicist D had undertaken
research on medical ethics education. It was therefore
appropriate to regard physician C and ethicist D as experts
in ethics consultation for the purposes of this explorative
study.

Table I: Participant's Demographic Infor
Artributes Physician A Ethicist B Physician C Ethicist D
Nationality United States United States Japan Japan
Spechlimtion medicine/psychiatry ethics medicinefinternal ethics
medicine
Professional degree M.D. PhD in philesophy M.D. MA in philosophy
Affiliation university university/hospital general hospital university
Number of available hospital university hospital polyclinic hospital 700 beds  general hospital | 10 university , mid-size
beds beds beds general hospital 200-300 beds
Years of experience about 20 about || about | about 4
Total number of cases maore than 500 about 250 about five about 400
experienced
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Data Collection

1. Questionnaire: The questionnaire asked participants
about their affiliations and ethics consultation experi-
ences, to describe some of the typical cases they have han-
dled, and included questions related 1o Alzheimer's
patients (patient competency, surrogates, and selection of
treatment methods). We created an interview guide based
on the responses received in the questionnaire.

2. Expert interview: We conducted a semi-structured
expert interview with each participant based on the results
of the questionnaire. The expert interview was designed to
increase our understanding of the technical and practical
knowledge of professionals from that spedialty. Accord-
ingly, the interviewee is not merely treated as a case, but
as an expert within that particular field [18]. During this
interview, we asked the participants how they receive
requests for ethics consultation and how they assist and
advise their clients, We also asked the participants about
the Alzheimer's case, including their recommendation,
surrogate evaluation, and treatment assessment.

3. Team case study: We had the four experts divide into
wo respective teams - one from the US and one from
Japan. The two teams individually discussed the case
before submitting their recommendation in writing. The
teams first exchanged their written recommendation for
this case and then met to comment on and discuss each
other’s recommendation. The Japanese and American
teamn members neither knew each other nor had conversa-
tions regarding bioethical issues prior to this study.

4. Follow-up interview: We conducted a semi-structured
follow-up interview based on the recommendations of
the two teams, We interviewed each participant concern-
ing how they developed their recommendation for the
Alzheimer's case as a member of a two-party team.

The questionnaire and case were first developed in Japa-
nese and then translated into English. We confirmed the
accuracy of translation by performing a native check and
back-translation. The interview was done in the partici-
pant's native language and was recorded with their
informed consent. We interviewed each paricipant for
three 1o four hours in total.

Data Analysis

The entire interviews were transcribed verbatim and ana-
lyzed using content analysis [18,19]. Initially one of the
authors (NN) coded the data by keyword (eg futility of
nutrient treatment, evaluation of terminal stage Alzhe-
imer’s disease) and then further coded those keywords
into categories (eg treatment assessments). The sets of
keywords and categories along with the initial data were
reviewed by two other coauthors (YN, MF). The three

hitp://www_biomedcantral. com/1472-6939/9/2

authors discussed any discretion regarding the interpreta-
tion of the data and reached a consensus.

Case

The case presented below is fictional, but is based on an
actual case from Japan. The case is considered typical of
ethics consultation cases in both the US and Japan, based
on the data collected from the interview and question-
naire, and review of the published literawre [2,20].

Patient Details and Consultation Request

A psychiatrist at N City General Hospital visits an ethics
consultant with an ethical dilemma and requests consul-
tation services.

Explanation by the Physician (Table 2, Figure 1)
Explanation by the physician is summarized in Table 2
and Figure 1.

Family's Explanation

I have taken care of my mother-in-law, Mrs. Mineko
Sakata, and | know that her love-of-life derives much from
food. | feel that 1o force her 1o live without the ability 1o
eat would be inappropriate. For Mineko, the fact that she
can no longer eat signifies the end of her life. | really do
not want Mineko to have any further invasive medical
treatments because she is so old. I am just her daughter-in-
law, and the widow of her son, so I'm quite reluctant to
make the final decision. Joji, my son, was not very dose to
his grandmother and did not take much interest in caring
for her while she was at home. He also hasn't come to visit
her that often here at the hospital. Mineko only has us left
as living relatives since her sisters have already passed
away.

Mr. Joj Sakata Age=40
Currently staying in U.S. for

Figure |

Family tree of the case. White square means Male. White
circle means Female. Black squares and circles mean Dead.
Dot circle signifies ‘Living together.’
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Table 2: Explanation by the Physician
Name and age Mrs. Mineko Salata. Age = 92 SEX: Female
Dignasis Late-onset Alzheimer's disease.
Chief complaints disturbance of consciousness, cognitive impairment. and dysphagia
[History and Episode]

The patient began to exhibit impairment of memaory and orientation in 1998 and has been progressive since. Her family first brought her to our
hospital in july 2000 when they discovered she was wandering about aimlessly and screaming in the middle of the night (ambulatery automatism).
She was diagnosed with late-onset Alzheimer's disease. The patient fell down at home in September 2005. A local orthopedist found the patient to
have a fracture in her left femur, the patient did not undergo surgery and was followed closaly, she became bedridden, which made it
difficult for her family to take care of her 2t home. The patient’s family admitted her to X Elderly Care Facility in October 2005. While the patent
was at the X Facility, she remained drowsy throughout the day and night. When addressed in a loud voice, she would open her eyes. She sometimes
moans without any comprehensive utterances. The patient could not chew or swallow, which made oral feeding difficult. In July 2006, the patient
mmwwwmmmmuudwmwhrvh-mnlmmmmmmmmmﬂ-mn
currently physically stable and is not considered to be at the end-of-life sage.

A member of our staff has indicated the possible legal and ethical problems of using only a peripheral Intravenous drip (IV), since doing so would
lead to a prognosis of death within a few weeks. We therefore did not propose the use of only an IV to her family a1 3 possible therapy, We have
MWMWMW(WWWMIWWM)mdmddmmm‘dkhtmmddu
patient's age, condition and the inter As a result. we recommended a gastrostomy (Percutaneous
wmwwmmhwm“mwmwpﬁmmvwwm

Mrs. Fujiko Sakata, the patient’s daughter-in-law, has expressed that she would not want any other medical treatments if the patient were unable
eat The patient also has a grandson whose name is Joji, Mrs. Fujiko Sakam's son, and who occasionally comes to visit the patient. His opinion is that
a gastrostormny would be allowed if it can prevent his grandmather from dying of starvation. Joji is currently in the US since he has worked there for

a long period of time.

Results

The central problem in this case was that there were con-
flicts of opinion within the family and between the family
and the physician. These arose, in part. because the
patient had not indicated her own intentions. The results
of our analysis showed that because the preference of the
patient is unclear in this case, the patient’s wishes are dis-
cerned by gathering information and establishing a con-
sensus in her best interests. However, the
recommendations of the American and Japanese experts
differed, based on their surrogate evaluation and treat-
ment assessment. The recommendations of the two teams
are as follows:

I. Recommendations

Americon team

The patient be provided with "comfort measures only®
(do not resuscitate; comfort care) in accord with pallia-
tion or comfort as an appropriate goal for care at this time.
Members of the care team and Mrs. Fujiko Sakata again
attempt to contact Mr. Joji Sakata in the hope that he will
come to visit his grandmother in her last days and console
his mother.

Japanese team

Treatments for oral intake could be explored by a nutri-
tion support team (NST) (if an NST is unavailable, treat-
ment could be explored by a team including an attending
nurse and a registered dietitian or speech therapist) com-
bined with the use of a peripheral intravenous drip.

Two differences are clear between these recommenda-
tions: contact with the grandson, and the method of treat-

ment. First the American and Japanese participants
differed on whether or not to contaa the grandson
(daughter-in-law's son). The experts from the US stated
that it was important to contact the grandson. The Japa-
nese team, however, assumed that the daughter-in-law
was the surrogate and did not advise contacting the grand-
son. Second, the recommendations of the two teams with
respect to the question of appropriate treatment differed.
The experts from the US advised ceasing nutrient treat-
ment and recommended palliative care. In contrast, those
from Japan advised the provision of nutrient treatment by
oral intake with the aid of a NST or a peripheral intrave-
nous drip. To understand these differences, we examined
surrogate evaluation and treatment assessment.

2. Surrogate Evaluation

All four American and Japanese experts said that the
patient of this case was not competent for decision-mak-
ing. The four expens concurred that it was impontant to
respect the wishes of the surrogate as much as possible
provided that he or she was focused on the patient's
wishes and not on his/her own values and preferences.
For both teams, surrogate evaluation consisted of the
common factor of selecting one who could help to iden-
tify the patient's wishes.

(1) Selection of surrogate

The Japanese team regarded the daughter-in-law, who had
a close relationship with the patient, as the key person for
surrogate dedsion-making. However, the American team
thought it to be best to identify not only the daughter-in-
law but also the grandson, an individual whom they con-
sidered best from a "legal standing.” The reason behind
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this is twofold: 1) the grandson is related by blood and
thus is legally better fit as a surrogate decision-maker, yet
lives far away and has little relationship with the patient,
and 2) the daughter-in-law lives close by and has a good
relationship with the patient, yet is unrelated by blood
and thus has less legal right to make surrogate decisions.
In addition, the experts from the US understood that the
daughter-in-law wanted to include the grandson in choos-
ing a treatment. Consequently, to select an appropriate
surrogate, the American team thought it to be best 1o con-
tact the grandson. According to physician A:

I think in the United States, the grandson would have greater
legal standing as a surrogate than the daughter-in-law. ... (But
on the other hand, ) the grandson, from a moral perspective, he
really doesn't deserve to have the role of surrogate, so you have
this conflict between the law, the literal interpretation of the
law and what seems 1o be right here, and so I would very much
try to get the daughter-in-law and the son and the grandson to
come to some conclusion together...

On the other hand, the Japanese team recommended that
only the daughter-in-law should be chosen as the surro-
gate. Given that there is no legal barrier to the daughter-
in-law to be a surrogate dedsion-maker, the experts from
Japan were not particularly concerned about contacting
the grandson and did not treat this as an important issue.
Their reasoning was that the daughter-in-law understood
the wishes of the patient and thus can act as a suitable
decision-maker. For example, ethicist D considered the
daughter-in-law to be the best person given her relation-
ship with the patient.

Certainly, the daughter-in-law would be the best candidate to
make decisions for the patient. | mean they had a good relation-
ship, didn't they. In all and all, the amount of time spent with
each other determines a lot about a relationship. It's not like we
could just ignore her opinion. If we had to pick between the
grandson and her, I would think that she would be the best per-
son.

3. Treatment Assessment
Treatment assessment involved the futility of nutrient
treatments and evaluation of terminal disease.

(1) Futility of Nutrient Treatment

The experts from the US thought that technical provision
of nutrition and hydration was medically ineffective and
therefore unnecessary in this case. Physician A stated.

[ think it's futile because preserving life of a severely demented
person by putting a surgically implanted tube in them is to me
pointless, T would not want this, number one. Number two,
there's some medical evidence; there's growing medical evi-

hitp.//www_biomedcentral com/1472-6939/9/2

dence that it's not even effective at late stage Alzheimer's (dis-
ease) |21,22].

Based on this supportive evidence, he felt that medically
administrated nutrition and hydration simply prolongs
the dying process and is meaningless for a patient with an
advanced cognitive disease. It should be noted that the
two experts from the US were not opposed to assisted oral
feeding in the event that the patient became capable of
chewing or swallowing.

The two participants from Japan indicated thar they con-
sidered the technical provision of nutrition and hydration
to be psycho-socially beneficial. Ethicist D indicated that
he was skeptical of its futility. His opinion was that "phy-
sicians in Japan do not always deny medically assisted
nutrition and hydration at the terminal stage;* rather, in
some cases it is possible to utilize it 1o satisfy the family's
needs. Physician C suggested the following:

Even if the patient has little awareness, or has a high degree of
mental deterioration, or is even bedridden, or does not even
speak, 1 think that it is socially important that the patient be
kept alive as long as the patient has family or grandchildren
who wish for such.

(2) Evaluation of Terminal-Stage Alzheimer's Disease

The American and Japanese participants varied in their
opinions on the futility of nutrient treatment conceming
this case. This most likely arose from their different per-
ceptions on the implications of terminal Alzheimer's dis-
ease. On the one hand, the Japanese participants believed
that a patient’s life can be prolonged with a gastrostomy
and thus should not be considered to be "end-of-life." On
the other hand, the two expents from the US thought that
this case applied to end-of-life care based on recent evi-
dence that nutrient treatment and transfusions are not
beneficial to prolonging life [21,22]. Thus the two teams
disagreed on their interpretation of whether or not this
case should be considered to be *end-of-life” and likewise
on their recommendations regarding nutrient treatment.
The two experts from the US regarded nutrient treatment
of terminal-stage Alzheimer's patients with no hope of
regaining consciousness as unbeneficial. They regarded
terminal Alzheimer's disease, a higher-function brain dis-
order, as not significantly different from terminal cancer
or any other terminal illness. Physician A noted,

I mean people get worse and worse and their prognosis gets
worse and worse and that's true with cancer and that's true
with Alzheimer's. So I guess what | would say is if an Alzheimer
patient has two months to live, why would you want to treat
them differently than a cancer patient who has two months to
live?
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Contrary to this, the Japanese participants regarded nutri-
ent treatment of terminal-stage Alzheimer's patients with
no hope of regaining consciousness as beneficial. This was
based on the reasoning that terminal-stage Alzheimer's
disease is medically different from terminal cancer.
Although it is difficult to restore the consciousness of ter-
minal-stage Alzheimer's patients, the maintenance of
their somatic functions is within the scope of medical
treatment. In the case of terminal cancer, however, there is
little hope of restoring physical function even given tech-
nical provision of nutrition and hydration. Subsequently,
palliative care is reserved primarily for terminal cancer
patients in Japan. The two ailments were therefore consid-
ered to be significantly different. According to physician
C,

In a case such as this (terminal stage Alzheimer's), the patient
may live for two or three more years if nutrients are actively
administered using either a PEG (percutaneous endoscopic
gatrostomy) or IVH (intravenous hyperalimentation). That
being said, no matter how much nutrition you provide to
patients with terminal cancer, they can't escape death....

4. Consensus Building

Common characteristics were evident in the two teams’
approaches to consensus building among individuals
involved in the case such as the patient, healthcare provid-
ers and possible surrogate decision-makers. The underly-
ing theme of both teams was to seek out the patient's
preferences. Ethicist D stated after a team discussion that
the approaches to consensus building were “closer than
expected” between the American and Japanese partici-
pants,

Interestingly enough, differences arose in approach
between physicians and ethicists at first, but then were
resolved within each team. That is, the physicians tended
to formulate their recommendation from the provided
information; the American physician chose palliative care,
while the Japanese physician chose peripheral intrave-
nous drip. Conversely, the ethicists had difficulty deciding
on a treatment because of a lack of information. When the
physician and ethicist of each team discussed the case and
decided on their recommendation, the results reflected
both of their opinions. For instance, physician C recom-
mended peripheral intravenous drip and ethicist D sug-
gested NST oral intake, yet both were included in the final
recommendation.

Discussion

Establishing a consensus was a common goal among
American and Japanese participants, In attempting to
achieve consensus, the most significant similarity between
Japanese and American ethics consultation teams was that
they both appeared to adopt an ‘ethics facilitation"

http:/Awww biomedcentral com/1472-6939/9/2

approach. As discussed in the major American repornt on
ethics consultation, Core Competencies for Health Care Eth-
ics Consultation, there are three broad approaches to ethics
consultation in the literature, *authoritarian,” *pure facil-
itation,” and “ethics facilitation"[23,24] [see Additional
file 1].

Differences were found in recommendation and assess-
ment between the American and Japanese participants. In
selecting a surrogate, the American participants chose 1o
contact the grandson before designating the daughter-in-
law as the decision-maker. Conversely the experts from
Japan assumed that the daughter-in-law was the surrogate.
It is interesting to note that both teams referred to Joji
Sakata differently. The experts from the US usually called
him the *grandson," because they tried to understand the
case from the perspective of the patient. In contrast, the
Japanese team tended to call him the "son” because they
perceived the daughter-in-law as the key figure. Another
difference was found in the assessment of treatments, In
short, the American participants regarded the provision of
nutrition and hydration as unbeneficial, based on medical
evidence [21,22], while the Japanese participants thought
it 10 be beneficial. Yet another difference was found in
each team'’s take on whether this case should be consid-
ered to be "end-of-life" or not.

These differences can be discussed from legal aspects of
terminal care. Following the Quinlan’s case of 1975, and
based on a variety of legal precedents, withdrawing or
withholding healthcare intervention from terminal-stage
patients is permissible in the US. According to ethicist B,
the legal framework concerning end-of-life care in the US
can be summarized by the following three points: 1) a
patient’s right to refuse weatment is firm, 2) a patient who
is unable to exercise her right, such as this patient, has that
right extended ideally through advance directives and a
designated surrogate, and 3) state legislation governs the
role of surrogates and/or legal ordering of surrogate deci-
sion makers, and such legislation varies from state to state.
Under these legal conditions, the important role of ethics
consultation in terminal care is first to clarify the wishes
or goals of the patient. If the patient's preference has not
been stated, the patient is not expected to regain con-
sciousness, and there is no way to ascertain the once com-
petent, now incompetent, patient's wishes, the results of
ethics consultation should reflect the best interest of the
patient.

In Japan, however, legal standards related to terminal care
are currently unclear. There are no Supreme Court prece-
dents concemed with terminal treatment, with the only
representative cases having been decided by regional
courts. We can summarize the contemporary legal inter-
pretations of terminal care, as based on the work of med-
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ical law specialists [25], in the following two points: 1)
past decisions merely state the conditions for terminating
treatment, and 2) if those conditions are not satisfied,
then standard treatments must be provided. This Alzhe-
imer's case does not coincide with the Japanese legal con-
ditions for terminating medical care. Therefore, it is
difficult to actively terminate therapy, even nutrient treat-
ment, which only prolongs the life of late-stage Alzhe-
imer’s patients in Japan. From a legal standpoint such as
this, the Japanese participants tended towards emphasiz-
ing the beneficence of the physician for performing the
minimal standard treatment, giving greater consideration
10 the psycho-sodial aspects of nutrient treatment in this
case,

The different evaluations of terminal Alzheimer's disease
may also be triggered by the fact that different palliative
care systems exist in each country. According to the World
Health Organization (2002) [26], “palliative care is an
approach that improves the quality of life of patients and
their families facing the problems assodated with life-
threatening illness.” This statement presumes that all dis-
eases are targets of palliative care. In the US, hospices are
likely to treat most end-of-life diseases, whether they are a
type of cancer or not, with palliative care [27]. Criteria
have been set up in Japan 1o establish palliative care
wards, but these are limited to particular diseases covered
by insurance benefits such as cancer and acquired immu-
nodefidency syndrome (AIDS); therefore, it is difficult to
provide palliative care for many other diseases. As a result,
terminal Alzheimer's patients in Japan are often not
treated as potential recipients of palliative care but usually
receive treatment in mid-size city hospitals, unlike termi-
nal cancer patients. This situation may account for the dif-
ferences in treatment evaluation between the American
and Japanese participants.

This study has several limitations. First, this study was to
provide preliminary data on how four experts from the US
and Japan approach clinical ethics consultation with a ter-
minal-stage Alzheimer's case. In so it was not a compari-
son of each country's ethics consultation practices.
Second, this study’s sample was limited to four experts;
others experts from each country could provide a different
recommendation and position. Third, the background of
the participants was limited to physicians and ethicists;
likewise results may differ with consultants with different
backgrounds. Fourth, this study used a single case con-
cemning a terminal Alzheimer’s patient and results may
differ with other cases.

Conclusion

This descriptive study is the first report to analyze the
characteristics of ethics consultation between two Ameri-
can and two Japanese experts. Our findings suggest that

http:/Awww. biomedcentral.com/1472-6939/9/2

consensus building through an “ethics facilitation®
approach may be a commonality to the practice of ethics
consultation in the US and Japan, while differences
emerged in terms of recommendations, surrogate assess-
ment, and assessing treatments. Further research is needed
to appreciate differences not only among different nations
including, but not limited to, countries in Europe, Asia
and the Americas, but also within each country.
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